St. Catherine University

SOPHIA
Doctor of Occupational Therapy Doctoral
Projects

Occupational Therapy

5-2020

Acquired Brain Injury as a Chronic Condition: Self-Management
and Clubhouse Programs
Kami Holst
St. Catherine University

Follow this and additional works at: https://sophia.stkate.edu/otd_projects

Recommended Citation
Holst, Kami. (2020). Acquired Brain Injury as a Chronic Condition: Self-Management and Clubhouse
Programs. Retrieved from Sophia, the St. Catherine University repository website:
https://sophia.stkate.edu/otd_projects/21

This Doctoral Project is brought to you for free and open access by the Occupational Therapy at SOPHIA. It has
been accepted for inclusion in Doctor of Occupational Therapy Doctoral Projects by an authorized administrator of
SOPHIA. For more information, please contact amshaw@stkate.edu.

RUNNING HEAD: CHRONIC BRAIN INJURY

1

Acquired Brain Injury as a Chronic Condition:
Self-Management and Clubhouse Programs

Kami Holst

A doctoral project submitted in partial fulfillment of the requirements for
The Doctor of Occupational Therapy,
St. Catherine University, St. Paul Minnesota

May 22, 2020
Doctoral Advisors: Julie D Bass, PhD, OTR/L, FAOTA, Kathleen Matuska, PhD, OTR/L, FAOTA,

Doctoral Committee Members: Jill Schmidt, OTD, OTR/L, CBIS, Michelle Messer, OTD, OTR/L

CHRONIC BRAIN INJURY

2
Table of Contents

Abstract .......................................................................................................................................... 6
Chapter 1. Introduction and Background ....................................................................................... 8
Background................................................................................................................................. 8
Review of the Evidence .............................................................................................................. 9
Acquired Brain Injury as a Chronic Condition and Secondary Conditions ............................ 10
Self-Management Programs to Manage Chronic Conditions ............................................... 13
Self-Management of TBI as a Chronic Condition .................................................................. 15
Brain Injury Clubhouse Programs for TBI ............................................................................. 17
Significance and Innovation...................................................................................................... 21
Aims .......................................................................................................................................... 23
Chapter 2. Community-Based Interventions for Chronic Brain Injury: A Knowledge Translation
Project for Two Professional Conferences ................................................................................... 24
Aim ........................................................................................................................................... 24
Project Title .............................................................................................................................. 24
Brief description ....................................................................................................................... 24
Approach .................................................................................................................................. 24
Audience and Venue ................................................................................................................ 25
Learning Objectives .................................................................................................................. 25
Evidence of Approach ............................................................................................................... 25
Evaluation Method ................................................................................................................... 28
Appendix A.1. Slide Presentation ............................................................................................. 30
Appendix A.2. Slide Presentation with Narration ..................................................................... 34

CHRONIC BRAIN INJURY

3

Appendix A.3. Brain Injury Alliance of Iowa State Conference Proposal .................................. 64
Appendix A.4. Call for Papers: Annual Conference of the AOTA .............................................. 68
Appendix A.5. Survey: Brain Injury Alliance of Iowa State Conference .................................... 75
Appendix A.6. Survey Results: Brain Injury Alliance of Iowa State Conference ....................... 77
Chapter 3. The Role of Occupational Therapy in a Brain Injury Clubhouse Model: A Knowledge
Translation Project Proposed for an Occupational Therapy Practice Magazine .......................... 83
Aim ........................................................................................................................................... 83
Title ........................................................................................................................................... 83
Brief description ....................................................................................................................... 83
Approach .................................................................................................................................. 83
Audience and Venue ................................................................................................................ 83
Learning Objectives .................................................................................................................. 83
Evidence of Approach ............................................................................................................... 84
Evaluation Method ................................................................................................................... 85
Appendix B.1. Correspondence with Editor of OT Practice Journal ......................................... 86
Appendix B.2. OT Practice Submission ..................................................................................... 89
Appendix B.3. Manuscript Draft ............................................................................................... 90
Appendix B.4. Bob Occupational Profile ................................................................................... 97
Appendix B.5. Table 1: Case Examples of Occupational Therapy Intervention Approaches in
the Brain Injury Clubhouse ..................................................................................................... 101
Table 1. ............................................................................................................................... 101
Chapter 4. Chronic Brain Injury and Community-Based Programs: A Knowledge Translation
Project for an Entry-Level Graduate Occupational Therapy Program ........................................ 106
Aim ......................................................................................................................................... 106

CHRONIC BRAIN INJURY

4

Title ......................................................................................................................................... 106
Brief description ..................................................................................................................... 106
Approach ................................................................................................................................ 106
Audience and Venue .............................................................................................................. 107
Learning objectives ................................................................................................................. 107
Evidence of Approach:............................................................................................................ 107
Evaluation Method ................................................................................................................. 108
Appendix C.1. Slide Presentation ........................................................................................... 109
Appendix C.2. Slide Presentation with Narration ................................................................... 118
Appendix C.3. Slide Presentation with Narration Lab ............................................................ 173
Appendix C.4. Occupational Profile Lab Activities .................................................................. 181
AOTA Occupational Therapy Profile: Bob ........................................................................... 181
AOTA Occupational Therapy Profile: Max .......................................................................... 183
AOTA Occupational Therapy Profile: LaDonna ................................................................... 185
Appendix C.5. Lab Case Example Worksheet ......................................................................... 187
Appendix C.6. Survey: Course Content ................................................................................... 189
Chapter 5. Evaluation Outcomes and Analysis ........................................................................... 191
Evaluation Outcomes ............................................................................................................. 191
Knowledge Translation Project 1. ....................................................................................... 191
Knowledge Translation Project 2. ....................................................................................... 193
Knowledge Translation Project 3. ....................................................................................... 195
Evaluation Analysis ..................................................................................................................... 198

CHRONIC BRAIN INJURY

5

Chapter 6: Reflection and Recommendations ............................................................................ 203
Personal Reflection................................................................................................................. 203
Reflection on Mission and Vision Statements ........................................................................ 204
Reflection on Knowledge Translation as a Focus for Advanced Practice ............................... 207
Reflection on Professional Development ............................................................................... 207
Summary of Needs for Future Knowledge Translation .......................................................... 209
Knowledge Translation #1 .................................................................................................. 209
Knowledge Translation #2 .................................................................................................. 210
Knowledge Translation #3 .................................................................................................. 210
One Proposed Future Knowledge Translation Project ....................................................... 210
Future Knowledge Translation Project ............................................................................... 210
References .................................................................................................................................. 213

CHRONIC BRAIN INJURY

6
Abstract

In the United States traumatic brain injury (TBI) is a serious public health concern that
results in death and disability for thousands of people each year (CDC, 2019b). Traumatic brain
injuries were diagnosed in nearly 2.8 million of the 26 million injury-related emergency
department visits, hospitalizations, and deaths that occurred in the United States (CDC, 2014).
The significance of this occurrence has launched TBI as being recognized more as a disease
process, rather than a discrete event, because of the potential it presents for non-reversible
and chronic health effects (Masel and DeWitt, 2010). These findings point to the chronic health
effects of TBI that can affect a person’s health, social and community environment long after
acute medical treatment and rehabilitation (CDC, 2015).
The purpose of this project was to examine the evidence for best practice communitybased programs to address management of secondary conditions for adults with traumatic
brain injury. Two programs the Chronic Disease Self-Management Program (CDSMP) and the
Brain Injury Clubhouse Model were identified as emerging evidence-based practice areas for
occupational therapy practitioners. Through three focused knowledge translation projects on
this topic, it was found that occupational therapy practitioners and other stakeholders working
with this population agreed with the importance of addressing chronic conditions that effected
adults with TBI returning to the community.
Through a knowledge translation project presentation of the evidence completed at a
state brain injury professional conference, occupational therapy practitioners indicated positive
beliefs on the importance of this topic and the need for increased awareness. Another
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proposed national conference presentation would improve occupational therapy practitioners
understanding for the importance of these models of practice.
Through a second knowledge translation project using the evidence found, an article
was written to highlight the importance of the Brain Injury Clubhouse Model as a new and
innovative treatment approach for occupational therapy practitioners in the community-based
setting. This allowed for recognizing future opportunities and understanding a practitioner’s
role in the Brain Injury Clubhouse Model of practice.
The third knowledge translation format created an educational learning course for
occupational therapy doctoral students. The materials created included lecture and lab content
regarding the review of evidence and exploration of the role of occupational therapy
practitioner’s involvement within the CDSMP and the Brain Injury Clubhouse Model.
Completion of these knowledge translation projects allowed for increased awareness,
educating on opportunities for advocacy and affirmed the importance of this topic for
community-based occupational therapy practitioners and related stakeholders.
Further research is needed to understand the role of occupational therapy practitioners
within these two programs. Occupational therapy practitioners have a unique role to advocate
for the importance of management of secondary conditions related to adults with brain injury
and how to influence changes in the community through future research. Community re-entry
and management of chronic conditions is an important topic that may affect occupational
participation for adults with TBI. It is important that more research is done to understand how
to develop and support success in this area.
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Chapter 1. Introduction and Background

Background
My doctoral studies focused on traumatic brain injury as a chronic condition (CBI).
Classification of traumatic brain injury (TBI) as a chronic condition acknowledges the lifelong
issues associated with the condition and the need for care beyond traditional rehabilitation. It
also provides an opportunity to develop services and programs that prevent and manage
secondary problems using new reimbursement models. My review of research supports
classification of TBI as a chronic condition because of the decrease in lifespan and numerous
accompanying disorders (Masel & Dewitt, 2010).
There is an increased need for services to treat secondary conditions related to the TBI
population. Occupational therapy practitioners often treat people with TBI in the post-acute
setting. Hospitalizations for person’s with TBI can be related to a temporary illness, injury or
chronic condition. This creates a documented cycle of hospitalization, discharge and rehospitalization. Preventable hospitalization admission or re-admission related to an
exacerbation of an acute illness episode associated with a chronic health condition is a problem
facing the healthcare system (Muenchberger, & Kendall, 2010). Hospitalizations are costly and
may be preventable through health promotion, preventative measures, or timely access to
primary health care (Muenchberger, & Kendall, 2010). This offers an opportunity for
occupational therapy practitioners and other healthcare professionals to provide intervention.
In an evidence-based project, I explored alternatives to traditional medical models of therapy
and supports within the community that provide services for individuals with chronic brain
injury. One promising alternative was the development of community-based programming.
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In my current location, the greater Quad Cities Area, I have developed resources and
programming opportunities for this underserved population. Through evidence-based practice,
I can provide persons with chronic brain injury (CBI), their family members, and professional
colleagues with resources and program models that address TBI as a chronic condition. My
hope is that occupational therapy practitioners will participate in evidence-based models of
practice that will improve quality of life for individuals with chronic brain injury.
The goal of this project is to disseminate information related to traumatic brain injury as a
chronic condition and the management strategies for the secondary conditions. Two
opportunities for offering self-management program models will be discussed related to
community-based rehabilitation.
Review of the Evidence
Chronic diseases or conditions have been identified as a public health priority in the
United States (Centers for Disease Control and Prevention (CDC), 2019). A chronic disease, “is
permanent, caused by non-reversible pathological alterations and requires special training of
the patient for rehabilitation, and or may require a long period of observation, supervision or
care” (World Health Organization, 2002 p.1127). It is estimated that 60% of the U.S adults have
a chronic disease, and annual health care costs associated with chronic disease are over $3.5
trillion dollars (CDC, 2019).
Acquired brain injury (ABI) includes both traumatic and non-traumatic brain injury.
These terms are defined as an alteration caused by an external force (Brain Injury Association of
America (BIAA), n.d.). Examples of a traumatic brain injury include falls, motor vehicle
accidents, sports injuries and assaults (BIAA, n.d.). Non- traumatic brain injury is defined as an
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acquired injury in which the damage to the brain is caused by internal factors such as lack of
oxygen, exposure to toxins, pressure or tumor (BIAA, n.d.). Examples of acquired brain injury
include, stroke, aneurysm, lack of oxygen supply to the brain (heart attack, near drowning)
infectious disease and cancer (BIAA, n.d.).
Acquired Brain Injury as a Chronic Condition and Secondary Conditions
There is growing recognition of acquired brain injury as a chronic condition (Brain Injury
Association of American, n.d.). A number of secondary conditions are associated with acquired
brain injury which require ongoing management including epilepsy, sleep disorders, Alzheimer’s
Disease and behavioral changes (Masel & Dewitt, 2010). Masel and DeWitt completed a
comprehensive review of research on secondary conditions associated with TBI and concluded
that TBI should be classified as a chronic disease (2010). Individuals with an acquired brain
injury may also have other risk factors for chronic conditions including reduced physical activity
levels (Douglas et al, 2019) substance abuse disorders (Fryer et al, 2016), persisting functional
limitations (Andelic et al., 2018), decreased employment rate (Andelic et al., 2018, Fryer et al.,
2016) depression (Fryer et al, 2016) and social isolation (Andelic et al., 2018) which impact
quality of life. Secondary health concerns are not only limited after initial injury but can persist
up to 20 years post brain injury (Andelic et al., 2018). Because of these risk factors, individuals
with brain injury may need professional support to improve function and quality of life even a
decade or more after injury (Andelic et al., 2018).
Secondary conditions associated with acquired brain injury with the greatest implication
for occupational performance and participation are highlighted here including, epilepsy, sleep,
Alzheimer’s Disease, dementia and behavioral changes.
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Epilepsy
Epilepsy occurs frequently after traumatic brain injuries. Persons with a TBI are “1.5-17
times (depending on the severity of the TBI) more likely than the general population to develop
seizures” (Masel & Dewitt, 2010, p. 1530). In the young adult population seizures are the
leading cause of epilepsy, “seizures will be observed over a week after a penetrating TBI in 3565% of individuals” (Masel & Dewitt, 2010, p. 1530). Epilepsy does not always occur
immediately following a TBI; there can be as long as 12-year gap between first post TBI seizure
until another occurs (Masel & Dewitt, 2010). Increased rates of rehospitalization after an injury
are associated with epilepsy (Masel & Dewitt, 2010). Occupational performance may be
disrupted as a seizure can prohibit a person’s ability to operate a vehicle, attend work or
participate in social and recreational tasks.
Sleep
Sleep difficulties are one of the most commonly reported changes following TBI.
Disruptive or non-restorative sleep have been reported in approximately, “70 % of individuals
with TBIs” (Masel & Dewitt, 2010 p. 1531). Hypersomnia defined as increased fatigue or
sleepiness, is associated with decreased cognition, productivity, and greater risk for accidents
(Masel & Dewitt, 2010). Additional research is needed on sleep related deficits, especially
related to function in daily living and health-related quality of life after a TBI (Masel & Dewitt,
2010). Chronic sleep deprivation prevents the healing and restoration of cells which impacts the
immune response in the body. Individuals with TBI may have long term sleep related changes 510 years post injury and have reported increased isolation (Andelic et al., 2018).
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Alzheimer’s Disease & Dementia
Alzheimer’s disease (AD) and dementia are a major public health problem in the United
States. A population-based prospective historical cohort study examined military medical
records of World War II Navy and Marine veterans who sustained a nonpenetrating or related
head injury and found that any history of head injury more than doubled the risk of developing
AD later in life (Plassman et al., 2000). They also found that the more severe the head injury,
the higher the risk for AD; “…a moderate head injury was associated with doubling the risk, and
a severe head injury more than quadrupled that risk” (Plassman et al., 2000 p. 1159). In this
study of 1,776 veterans, they concluded that the 1,228 veterans who did not have a head injury
compared to the 548-veterans with head injuries, had documented damage to the blood brain
barrier causing and increased rate of deposited beta amyloid plaque which is present in
Alzheimer’s disease (Plassman et al., 2000).
Behavioral Changes
Behavioral changes post injury may be evident in individuals with the TBI and is
challenging for family/caregivers to address. Individuals with mild to severe TBI may have
significant long-term behavior related changes as a result of their injuries. Behaviors may
include aggression, confusion and agitation, which have been seen primarily in the acute stages
following TBI but can persist in the form of later personality changes (Andelic et al., 2018). TBIs
are associated with an increased risk of developing psychological disorders such as mood
disorders, major depression, psychotic disorders, obsessive compulsive disorders and anxiety
disorders (Masel & Dewitt, 2010). Wood and Rutterford (2006) assessed outcomes of severe
TBI and reported that psychosocial function and community integration were below levels of
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non-injured persons on average. In a long-term follow-up study of 254 individuals at two- and
five-years post TBI there was a higher frequency of cognitive, behavioral and emotional changes
at five years than at two years (Koponen, Taiminen, Portin, et al., 2002).
Self-Management Programs to Manage Chronic Conditions
The long-term health risks after TBI are substantial and costly. One approach to
addressing the chronic nature of these conditions is to help persons with TBI learn to recognize
when symptoms occur and manage the effects. This type of self-awareness and preventative
self-care is considered “self-management” and can be taught. Self-management program
education is described as instruction to help people that have ongoing health issues learn how
to live a fulfilling life (CDC, 2019). Self-management program education is evidence-based and
may reduce symptom severity and improve quality of life through strategic goal setting, support
and skill development (CDC, 2019). There is emerging literature on brain injury as a chronic
condition, and about self-management programming specifically for individuals with chronic
disease including ABI.
The Chronic Disease Self-Management Program (CDSMP) is an array of programs
originally developed by Katie Lorig and colleagues at Stanford University. The Self-Management
Resource Center now houses Lorig’s work on evidence-based programs that assist adults and
older adults to better manage various chronic conditions (National Council on Aging, 2020 &
Lorig et al., 1999). The CDSMP workshops are designed to help people gain confidence in their
ability to manage their symptoms and learn how their health problems impact their abilities to
perform certain occupations of life. The CDSMP workshops are six weeks long, meet once a
week for 2 ½ hours, and are facilitated by a pair of leaders, one or both of whom are non-health
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care professionals with chronic diseases themselves (National Council on Aging, 2020). They are
organized into small groups that are peer-facilitated and highly interactive. The peer education
component of these programs is one of the highest rated benefits by participants in the
programs. The National Council on Aging launched an online module for CDSMP called Better
Choices, Better Health for chronic conditions (National Council on Aging, 2020). Within the
Better Choices, Better Health educational materials the subjects are divided into categories like
nutrition, decision making and coping skills, exercise, medication management, social
interactions, and relaxation strategies (National Council on Aging, 2020). Participants make
CDSMP weekly action plans to help each other solve problems they encounter during the week
(National Council on Aging, 2020). The materials for the CDSMP workshop and Better Choices,
Better Health are evidence based as well as designed and reviewed by physicians and other
health professionals (National Council on Aging, 2020).
Self-management programs have been studied extensively in the stroke population.
Recent research examined stroke-specific self-management programs as compared to the
CDSMP. A phase II randomized control trial examined an 8-week stroke specific selfmanagement program (SSMP) as compared to a 6-week generic (i.e., CDSMP) and standard
care to evaluate safety and feasibility for the CVA population (Cadilhac, Hoffman, Kilkenny, et
al., 2011). Both interventions were safe and effective, but more people participated and
completed the CDSMP program as compared to the generic self-management program
(Cadilhac, Hoffman, Kilkenny, et al., 2011). The benefits of both self-management programs had
been noted for improved mood, greater participation, accountability and completion rates
(Cadilhac et al., 2011).
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There have been fewer studies of self-management programs with traumatic brain
injury populations. A recent program evaluation of a 12- month evidence-based weight loss
intervention program for 18 individuals with TBI was modelled after the CDSMP (Douglas et al.,
2019). This program indicated that addressing a combination of areas including self-efficacy,
motivation and education improved program accountability within self-management programs
design (Douglas et al., 2019). Recommendations for future weight loss self-management
programs emphasized goal setting because of its relationship to the perceptions of self-care
and engagement in program activities. Future research should consider other factors, including
memory, learning, self-motivation, self-regulation activities and design interventions that
require a physical activity and dietary tracking portion for the duration of the program (Douglas
et al., 2019).
Self-Management of TBI as a Chronic Condition
Research on self-management programs specific to traumatic brain injury is still in the
early stages. Some components of self-management have been incorporated into communitybased rehabilitation programs and thus, research on comprehensive rehabilitation programs
provides preliminary evidence on the effectiveness of self -management for this population. A
systematic review of programs for chronic, severe brain injury populations (n=13 studies) found
that comprehensive rehabilitation programs, particularly day programs, were effective in
addressing daily life functioning and community reintegration but had inconsistent effects on
psychosocial factors (Guertsen, Van Heugten, Martina, et al., 2010). The review highlights an
opportunity for occupational therapy practitioners as they are skilled in assessment and
evaluation of the needs of the TBI population. The review emphasized the need for stronger
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research designs and concluded that although randomized control trials are very challenging to
conduct, there were promising trends in self-management program design that make it possible
to complete these types of studies (Guertsen et al., 2010).
The outcomes of a systematic review on self-management programs for stroke
suggested future research should address consistency within programs or interventions. A
review of 14 trials (N=1863 participants) found that six of most relevant studies demonstrated
self-management programs improved quality of life for people with an acquired brain injury
(Fryer et al., 2016). However, identification of key features of effective self-management
programs are needed, including frequency, duration, and mode of sessions (Fryer, Luker, et al.,
2016). Self-management program design would also benefit from inclusion of basic health
behaviors and secondary measures such as better blood pressure management, improved diet
and exercise, smoking/alcohol reductions, and reduced healthcare usage (Fryer et al., 2016).
Strong outcome measures are important for establishing the effectiveness of selfmanagement programs. Currently, there is inconsistency in the constructs measured and the
measurement tools for community-based rehabilitation research. A systematic review of
community-based rehabilitation programs for adults with TBI (n=11 studies) highlighted the
need for more consistency in outcome areas and outcome methods (Evans and Brewis, 2008).
Selection of relevant, reliable, and sensitive outcome measures is important to demonstrate
the therapeutic benefits of the services provided, particularly for settings that have traditional
reimbursement models. A multicenter randomized controlled trial concluded that effects may
have been missed because generic assessments were used to measure specific changes in
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behaviors and may not have had adequate sensitivity to detect change (Tieleman, Visser-Meily,
Schepers, et al., 2016).
Persons with TBI have unique needs that should be addressed through environmental
modifications and community-based programs. A systematic review (n=11 studies) found
telephone counseling, peer support and online social connected components were effective
and recommended for individuals with TBI, particularly when barriers such as time and
transportation interfered with program participation (Evans and Brewis, 2008). When the
environment poses barriers, virtual face-to-face sessions for the client and the provider may be
cost-effective and beneficial (Evans and Brewis, 2008). Peer-support and online social modules
promote self-efficacy, are cost effective and support psychological health and wellbeing (Evans
and Brewis, 2008). These programs bridge the gap when patients are discharged from formal
rehabilitation services and experience challenges due to limited services and community
supports (Evans and Brewis, 2008).
Brain Injury Clubhouse Programs for TBI
The Brain Injury Clubhouse Model is a community-based intervention providing
structured work-related tasks, accountability and engagement side by side with other brain
injury survivors in a membership-based program that promotes independent living
(Muenchberger, Kendall, Kennedy, et al., 2011). The Brain Injury Clubhouse Model is an
innovative and evidence-based application of a traditional psychosocial Clubhouse model now
applied to the brain injury survivor. There is growing support for clubhouse models as an
evidence-based program for psychosocial community-based rehabilitation (Stav & Nastasi,
2014). The needs of individuals with chronic mental illness and chronic brain injury are similar
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in some regards, but the evidence on clubhouse models specific to the brain injury population is
still limited. The Brain Injury Clubhouse Model has been described as a feasible and safe way to
improve participation for those with chronic brain injury (IBICA, 2019).
The History Behind the Development of the Clubhouse Programs
The Clubhouse Model was developed initially for the mental health population. During
the late 1940’s, a group of patients from the Rockland Psychiatric Center formed a support
group called WANA (We Are Not Alone), which met at a public library in Manhattan, NY
(International Brain Injury Clubhouse Alliance, 2019, Beard, Propst & Malamud 1982). The
group, with help of a social worker purchased the first clubhouse in New York City, 1948 (Beard,
Propst & Malamud 1982, IBICA, 2019). Fountain House was initially staffed and operated solely
by group members and designed to serve as a meeting place and social support location for
discharged psychiatric patients (Beard, Propst & Malamud 1982, IBICA, 2019). The people who
joined the Fountain House were called members, and like a club, they could remain members
for as long as they desired.
The focus of this model evolved from its traditional roots to also serving the brain injury
population as the needs were well aligned with the vision of this organization. In the early
2000s, Clubhouse International (2005) and International Brain Injury Clubhouse Alliance were
established as advocacy organizations that supported adults with mental illness and persons
with brain injury (Beard, Propst & Malamud 1982, IBICA, 2019). Both of these populations face
challenges returning to their communities and finding services following a hospital stay.
The Clubhouse International Model was formed over 70 years ago and has since grown
to over 300 psychosocial clubhouses and more than 17 brain injury clubhouses around the
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world (IBICA, 2019). The mission of IBICA is to “support the persons with brain injury to return
to meaningful and productive life in the community after acquired brain injury” (IBICA, 2018, p.
1).
The Work Ordered Day and Occupational Participation
The Clubhouse Model has a mission to improve the quality of life of its members. The
clubhouse standards were developed with input from the members and the International Brain
Injury Alliance and emphasize best practice for all clubhouses. The clubhouse model began as a
place where members gathered to socialize, give and receive support (Beard, Propst &
Malamud 1982). The clubhouse was not a medical treatment program and members were
accepted without regard to symptoms and progress. The most important difference between
the Clubhouse Model and other rehabilitation programs is the emphasis on work (Beard, Propst
& Malamud 1982, IBICA, 2019). Clubhouse standards emphasize the concept of the “workordered day” which stresses the importance of doing as providing a sense of meaning in life,
ownership and belonging to a community (IBICA, 2018).
Opportunities provided in the Brain Injury Clubhouse promote engagement in
meaningful occupations and thus are aligned with the Occupational Therapy Practice
Framework (2014). Members assist in clubhouse operations, including custodial tasks,
recording and paying bills, grocery shopping, making meals and assisting with hiring new staff
(IBICA, 2019). The International Brain Injury Clubhouse Alliance provides standards that
emphasizes the need for member education initiatives, advocacy and hands on tasks. Hands on
doing tasks side by side with peers and staff support cognition, attention, memory, social
engagement, leisure and overall function (IBICA, 2019). For example, education and training are

CHRONIC BRAIN INJURY

20

provided to both the staff members and the clubhouse members. Education is given to all staff
members and caregivers to assist in facilitating highest levels of independence for the
clubhouse members (IBICA, 2019). Clubhouse members are also encouraged to ask a member
or attempt tasks for themselves to promote independence during their time at the clubhouse
(IBICA, 2019). Advocacy interventions are also critical within the Clubhouse model; members
are encouraged to learn skills in self-advocacy and promote their independence in trying tasks
(IBICA, 2019). Members are also encouraged to act as advocates alongside staff members for
policy and legislative changes giving a voice to brain injury survivors. Members within the
clubhouse work side by side with peers and staff to develop meaningful relationships and gain
confidence to re-enter the community or workforce (IBICA, 2019).
Employment issues are a primary consideration for the brain injury population and
addressed by the Brain Injury Clubhouse in return to work goals. The findings from a cross
sectional study of individuals with disabilities (N= 3000+) concluded that the secondary health
conditions of persons with TBI are important factors related to employment outcomes (Ipsen,
2006). The Brain Injury Clubhouse uses a variety of employment models to increase members’
access to paid employment through supported, transitional and independent employment
contracts within the community (IBICA, 2019). The Brain Injury Clubhouse assists and supports
members to secure, sustain and better their employment outcomes in the community. In a
Brain Injury Clubhouse, every member with a desire to work has access to employment
preparation, placement, job support and vocational rehabilitation services to best prepare
members for employment (IBICA, 2019). The Brain Injury Clubhouse also supports members to
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secure volunteer positions and other means of productive activities within their community
(IBICA, 2019).
Significance and Innovation
In the United States TBI is a serious public health concern that results in death and
disability for thousands of people each year (CDC, 2019b). During 2013, traumatic brain injuries
were diagnosed in nearly 2.8 million of the 26 million injury-related emergency department
visits, hospitalizations, and deaths that occurred in the United States (CDC, 2014). The
significance of this occurrence has launched TBI as being recognized more as a disease process,
rather than a discrete event, because of the potential it presents for non-reversible and chronic
health effects (Masel and DeWitt, 2010). These findings point to the chronic health effects of
TBI that can affect a person’s health, social and community environment long after acute
medical treatment and rehabilitation (CDC, 2015).
Two community-based programs for individuals with chronic brain injury, the Brain
Injury Clubhouse model and the Chronic Disease Self-Management Program could be the key to
prevent and manage secondary conditions associated chronic brain injury. Existing Brain injury
Clubhouses may benefit from the addition of self-management programs to their already
existing standards and structure. In a systematic review (n=13), two randomized control trials of
day-treatment programs demonstrated positive effects on daily life functioning and community
integration for participants who had TBI (Guertsen et al., 2010). The effectiveness of daytreatment programs was further substantiated by four controlled comparative studies and
three uncontrolled longitudinal cohort studies (Guertsen et al., 2010). The highest level of
evidence was found for day brain injury treatment programs that integrated components of
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community (Douglas et al, 2019), self-management programming (Andelic et al., 2018) and
daily function as a comprehensive program (Guertsen et al., 2010). All work in the Clubhouse is
designed to foster the members’ independence, sense of community, self-worth, purpose and
confidence while completing tasks (IBICA, 2019). The addition of self-management programs
has the potential to strengthen the clubhouse’s inherently strong design.
The vision on the Brain Injury Clubhouse Alliance states that, “people impacted by brain
injury worldwide will have access to life-long support and the highest quality of life through
Brain Injury Clubhouses” (IBICA, 2019). The vision of the Brain Injury Clubhouse Model
emphasizes the need for lifelong support for members of the clubhouse because of the chronic
nature of brain injury. Self-management programs are emerging in the literature as evidencebased approaches that may be complimentary to the design of the Brain Injury Clubhouse
Model. There is strong existing evidence that supports the use of the psychosocial clubhouse
model to promote cognitive skills of participants with serious mental illness (Stav & Nastasi,
2014).
The brain injury clubhouse model is an emerging and innovative opportunity for
occupational therapy practitioners who want to be involved in a community-based setting.
Occupational therapy practitioners are qualified with skills in assessment, interventions and
occupations that are meaningful and provide that “just right challenge”. Occupational therapy
may use an Occupational Profile (AOTA, 2014 p. S13) to inform development of selfmanagement goals and select Clubhouse activities that provide meaning and purpose (AOTA,
2014). Additionally, occupational therapy practitioners have expertise in task modification, skill
building, compensatory techniques and education (AOTA, 2014). Pairing self-management
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programs (e.g., CDSMP) with other programming already offered by the Brain Injury Clubhouse
may help members prevent or manage secondary conditions.
Aims
The long-term objective of this project is to increase knowledge and awareness of brain
injury as a chronic condition and how community-based programs, specifically the Chronic
Disease Self-Management program and the Brain Injury Clubhouse program may improve
occupational participation and reduce secondary health conditions. This project will include
three specific aims.
The aim of the first knowledge translation project is to increase awareness of communitybased interventions for TBI as a chronic condition through presentations at two professional
conferences.
The aim of the second knowledge translation project is to introduce the Brain Injury
Clubhouse Model as a community-based intervention for chronic TBI and summarize the role of
occupational therapy practitioners in this setting, through an article proposed for the OT
Practice magazine.
The aim of the third knowledge translation project is to educate occupational therapy
graduate students regarding two community-based approaches and interventions for traumatic
brain injury as a chronic condition.
The expected outcomes of these three knowledge translation aims are to increase
knowledge and awareness of promising community-based approaches for individuals with
chronic brain injury and advance occupational therapy’s role in prevention and management of
chronic conditions.
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Chapter 2. Community-Based Interventions for Chronic Brain Injury: A Knowledge Translation
Project for Two Professional Conferences
Aim
Increase awareness of community-based interventions for TBI as a chronic condition
through presentations at two professional conferences.
Project Title
Community-Based Interventions for TBI: Approaches to Manage Neglected Chronic Conditions.
Brief description
The initial presentation of this knowledge translation project was given at the Brain
Injury Alliance of Iowa annual state conference on March 6th, 2020. A proposal for this
presentation will also be submitted for the 2021 annual conference of the American
Occupational Therapy Association in San Diego, CA. The presentation focused on brain injury as
a chronic condition and associated secondary conditions. An overview of two communitybased interventions for chronic brain injury was provided: The Chronic Disease SelfManagement Program and the Brain Injury Clubhouse Model. A case study was used to
illustrate characteristics of chronic brain injury and occupational therapy’s role using these two
interventions.
Approach
The approach for this knowledge dissemination project are two short courses at two
professional conferences. The short courses provide an overview of the topic using a slide
presentation and discuss the occupational therapy role using a case study.
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Audience and Venue
Two conferences have been chosen for this knowledge translation project. The Brain
Injury Alliance of Iowa state conference was held in March, 2020, with participants that
included practitioners, individuals with brain injury, and caregivers. The 2021 annual
conference of the American Occupational Therapy Association (AOTA) will be held in San
Diego, CA, and is the largest professional conference of occupational therapy practitioners.
A proposal will be submitted as part of the AOTA call for papers in May, 2020.
Learning Objectives
As the result of attending my presentation, participants will:
1. Discuss TBI as a chronic condition and identify risks for secondary conditions.
2. Describe the Brain Injury Clubhouse Model and the Chronic Disease Self-Management
Program as two evidence-based approaches used with the brain injury population.
3. Illustrate occupational therapy practitioner’s role in community-based programs
using a case study.
Evidence of Approach
This was the abstract that I submitted for the Brain Injury Alliance of Iowa state conference
(Appendix A.3.).
Chronic diseases or conditions have been identified as a public health priority in the
United States (Centers for Disease Control and Prevention (CDC), 2019). A chronic disease, “is
permanent, caused by non-reversible pathological alterations and requires special training of
the patient for rehabilitation, and or may require a long period of observation, supervision or
care” (World Health Organization, 2002 p.1127). It is estimated that 60% of the U.S adults have
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a chronic disease, and annual health care costs associated with chronic disease are over $3.5
trillion dollars (CDC, 2019).
Two community-based programs for individuals with chronic brain injury, the Brain
Injury Clubhouse model and the Chronic Disease Self-Management Program could be the key to
prevent and manage secondary conditions associated chronic brain injury. Existing Brain injury
Clubhouses may benefit from the addition of self-management programs to their already
existing standards and structure. The brain injury clubhouse model is an emerging and
innovative opportunity for health care providers and persons with brain injury who want to be
involved in a community-based setting. Pairing self-management programs (e.g., CDSMP) with
other programming already offered by the Brain Injury Clubhouse may help members prevent
or manage secondary conditions.

This is the abstract that I intend to submit for the AOTA 2021 Conference Call for Papers
(Appendix A.4.).
In the United States TBI is a serious public health concern that results in death and
disability for thousands of people each year (CDC, 2019b). During 2013, traumatic brain injuries
were diagnosed in nearly 2.8 million of the 26 million injury-related emergency department
visits, hospitalizations, and deaths that occurred in the United States (CDC, 2014). The
significance of this occurrence has launched TBI as being recognized more as a disease process,
rather than a discrete event, because of the potential it presents for non-reversible and chronic
health effects (Masel and DeWitt, 2010). These findings point to the chronic health effects of
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TBI that can affect a person’s health, social and community environment long after acute
medical treatment and rehabilitation (CDC, 2015).
Two community-based programs for individuals with chronic brain injury, the Brain
Injury Clubhouse model and the Chronic Disease Self-Management Program could be the key to
prevent and manage secondary conditions associated chronic brain injury. Existing Brain injury
Clubhouses may benefit from the addition of self-management programs to their already
existing standards and structure. In a systematic review (n=13), two randomized control trials of
day-treatment programs demonstrated positive effects on daily life functioning and community
integration for participants who had TBI (Guertsen et al., 2010). The effectiveness of daytreatment programs was further substantiated by four controlled comparative studies and
three uncontrolled longitudinal cohort studies (Guertsen et al., 2010). The highest level of
evidence was found for day brain injury treatment programs that integrated components of
community (Douglas et al, 2019), self-management programming (Andelic et al., 2018) and
daily function as a comprehensive program (Guertsen et al., 2010). All work in the Clubhouse is
designed to foster the members’ independence, sense of community, self-worth, purpose and
confidence while completing tasks (IBICA, 2019). The addition of self-management programs
has the potential to strengthen the clubhouse’s inherently strong design.
The vision on the Brain Injury Clubhouse Alliance states that, “people impacted by brain
injury worldwide will have access to life-long support and the highest quality of life through
Brain Injury Clubhouses” (IBICA, 2019). The vision of the Brain Injury Clubhouse Model
emphasizes the need for lifelong support for members of the clubhouse because of the chronic
nature of brain injury. Self-management programs are emerging in the literature as evidence-
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based approaches that may be complimentary to the design of the Brain Injury Clubhouse
Model. There is strong existing evidence that supports the use of the psychosocial clubhouse
model to promote cognitive skills of participants with serious mental illness (Stav & Nastasi,
2014).
The brain injury clubhouse model is an emerging and innovative opportunity for
occupational therapy practitioners who want to be involved in a community-based setting.
Occupational therapy practitioners are qualified with skills in assessment, interventions and
occupations that are meaningful and provide that “just right challenge”. Occupational therapy
may use an Occupational Profile (AOTA, 2014 p. S13) to inform development of selfmanagement goals and select Clubhouse activities that provide meaning and purpose (AOTA,
2014). Additionally, occupational therapy practitioners have expertise in task modification, skill
building, compensatory techniques and education. Pairing self-management programs (e.g.,
CDSMP) with other programming already offered by the Brain Injury Clubhouse may help
members prevent or manage secondary conditions.

Evaluation Method
Two evaluation methods have been selected for this knowledge translation project. At
the Brain Injury Alliance of Iowa State Conference, a survey of was used to gather feedback on
effectiveness of the presentation in meeting the learning objectives. The survey was 12
questions, the format was multiple choice and short answer. The content rated interest in the
topic, how well the content was presented, application of the content, feedback on the

CHRONIC BRAIN INJURY

29

presenter and areas for improvements. Results from the 19 participants in the survey were
used to improve the presentation and proposal of the AOTA conference (Appendix A.5. A.6)
The AOTA presentation proposal will be peer-reviewed and evaluated in terms of its
rigor and relevance for the annual conference. If the presentation is accepted for the 2021
annual conference, attendees will complete the standard AOTA survey after attending the short
course. Feedback from the survey will be issued to the presenter following the conference.
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Appendix A.1. Slide Presentation

5/4/20

How Can We Better Manage
Neglected Chronic
Conditions?

Learning
Objectives

Kami Holst MOTR/L, CBIS
St. Catherine’s University
klholst085@stkate.edu

1

• Define TBI as a chronic condition
and the impacts on health.
• Describe the Clubhouse Model
and the Stanford selfmanagement program as two
evidence-based approaches used
with the brain injury population.
• Identify evidence-based resources
to use with brain injury survivors
through use of case study
examples.

2

Case Example
Bob & Sheila

3

4

seizures
metabolic
dysfunctions

“It is permanent, caused by non-reversible
pathological alterations and requires special
training of the patient for rehabilitation, and or
may require a long period of observation,
supervision or care”

Secondary
Conditions

sleep disorders

Neuro

physical

degenerative
disorders

Neuro

bladder and bowel
incontinence

Definition of a chronic condition,
(World Health Organization, 2002).

endocrine
disorders

sexual
dysfunction

psychiatric
conditions

(Voshol et al., 2003, Hibbard et al., 1998, Holsinger et al., 2002, Koponen et al., 2002, Silver et al., 2001
and Shores, 2000 p.1531,.Chesnut et al., 1999 p.276, Aarabi et al., 2000, Plassman et al., 2000 p. 1159, Masel & Dewitt, 2010).

5

6

1
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Evidence Best Practice

How have things
changed?

7

Gap

Gap

No “gold” standard for self
management programs
(Fryer et al, 2016).

Need for addressing lifestyle
modification is important in
reduction of secondary conditions
(Fryer, Luker, McDonnell & Hillier,
2016).

Gap
Need for development of selfmanagement programs to use
outcome tools that are
standardized
(Douglas, Driver, Callender,&
Woolsey, 2019). Fraas, M., Balz, M.,
& DeGrauw, W. (2007).

8

Best Practice Models for Brain Injury

CDSMP Workshops
• Online Chronic Disease programs • Program Design:
• Lecturettes
• In person Workshops
• Brain Storming sessions
• Caregiver workshops
•
•
•
•

BRAIN INJURY CLUBHOUSES

Action Plans
Feedback
Facilitation
Problem Solving

CHRONIC DISEASE SELF
M ANAGEM ENT PROGRAM (CDSM P)

(National Council On Aging, 2020)

9

10

Chronic
Disease Self
Management
Program
(Online)
Better
Choices,
Better Health

11

Self
Management
Resource
Center

• How it Works:
• 6 Week workshop
• Trained by peer facilitators
• 25 persons per workshop
• Weekly activities
• (National Council On Aging, 2020)

• Chronic Disease Self Management
• Workplace Chronic Disease Self Management
• Diabetes Self Management
• Chronic Pain Self Management
•
•
•
•

Building Better Caregivers
Cancer: Surviving and thriving
HIV: Positive Self Management
Arthritis Self Management

(Cadilhac, Hoffman, Kilkenny, Lindley, Lalor, Osborne, 2011).

12

2
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Brain Injury Clubhouse: Work Ordered Day

Background & History of the
Clubhouse Model
A six to eight-hour
period, typically.
Monday through Friday,
which parallels the
typical business hours

(Guertsen et al, 2010, IBICA, 2019)

Members and staff work
side by side, as colleagues to
perform the work that is
important to their
community.

All of the work in the
Clubhouse is for the
clubhouse by the members.

Members volunteer to
participate as they feel
ready and according to
their individual
interests

(Ipsen, 2006, IBICA, 2019)

13

14

How is this different?

Brain Injury Clubhouse
• Membership- member based community
• Ex: Knights of Columbus, Lions Club, YMCA
• Members make the decisions within the
Clubhouse.
• Purposeful tasks that prepare members to
return to the community or workforce

How is a Brain Injury Clubhouse funded?
Adult Day Center
• Leisure activities
• Guided by skilled professional staff
members
Sheltered Workshop
• Completes work for an outside
company
• Labor related jobs that are simple
and repetitive

15

Private
donations

Grants

Fundraising
events

Membership
Dues

Medicaid/BI
waiver

Corporate
Sponsors

16

•

Significance &
Innovation
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and videos included in this presentation
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Appendix A.2. Slide Presentation with Narration
Slide 1

How Can We Better Manage
Neglected Chronic
Conditions?
Kami Holst MOTR/L, CBIS
St. Catherine’s University
klholst085@stkate.edu

Narration.
Hello, My name is Kami Holst and I am an occupational therapist currently working in
Bettendorf, IA within the outpatient setting. I am a certified brain injury specialist and I have
been working in a group adult day brain injury program for the past 6 years. My presentation
today will discuss the chronic nature of brain injury and what are some resources and programs
that we have as resources to better be able to assist persons with brain injury or our
community members in managing chronic health conditions.
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Slide 2

Learning
Objectives

Narration.
Read learning objectives.

• Define TBI as a chronic condition
and the impacts on health.
• Describe the Clubhouse Model
and the Stanford selfmanagement program as two
evidence-based approaches used
with the brain injury population.
• Identify evidence-based resources
to use with brain injury survivors
through use of case study
examples.
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Slide 3

Narration.
In my current location, the greater Quad Cities Area, there were previously no
community-based programs for adults suffering from brain injury after they left outpatient
services. It led me to passionately pursue options for what started as home exercise programs
or resources for families and for my patients but evolved into pursuing a doctoral studies
program and the beginnings of a non-for-profit brain injury clubhouse.
It became a passion area of mine to develop resources and programs for what I would
consider to be an underserved population. I hope that I can inspire you all with a new
awareness that there are models of practice and resources to treat persons with chronic brain
injury with evidence-based models of practice that will improve their quality of life. My doctoral
studies are focused on traumatic brain injury as a chronic condition (CBI). Classification of TBI as
a chronic condition acknowledges the lifelong issues associated with the condition and the
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need for care beyond traditional rehabilitation. It also provides an opportunity to develop
services and programs that prevent and manage secondary problems using new reimbursement
models.
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Slide 4

Case Example
Bob & Sheila

Narration.
Meet Bob: He is a 47 years old male. He is married to his wife Sheila has 3 children, living in the
Quad Cities.

Play audio recording
Sheila Bobs wife has generously shared a letter with us explaining some of her perspective with
this as a caregiver. She states, “After Bobs injury he completed the typical inpatient and
outpatient therapy for six months until our insurance ran out. After he was discharged, I was at
a loss, I couldn’t believe that insurance didn’t cover any more therapy because he was nowhere
near being back to normal. I wasn’t able to find “a good place” for Bob for years, I attempted
having him stay with family at time but that was not a long-term solution. As it became more
apparent that he was not going to return to work or drive I had to turn to adult day centers to
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care for Bob. At adult day centers Bob was in attendance with people the age of his
grandparents. This was until they heard about a program called the brain injury Clubhouse. This
changed everything” (February, 2020).
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Slide 5

“It is permanent, caused by non-reversible
pathological alterations and requires special
training of the patient for rehabilitation, and or
may require a long period of observation,
supervision or care”
Definition of a chronic condition,
(World Health Organization, 2002).

Narration.
Discuss the definition.
Traumatic brain injury is a chronic disease process, it follows the definition from the
World Health Organization (WHO, 2002). Head injuries especially moderate to severe injuries
are the beginning of an ongoing or perhaps even a life-long process that impacts the entire
body (Masel & Dewitt, 2010). Traumatic brain injury reduces life expectancy due to the
increased rates of secondary conditions such as, seizures, sleep disorders, neurodegenerative
disorders, neuroendocrine dysregulation, psychiatric diseases as well as non-neurological
disorders including sexual dysfunction, bladder and bowel incontinence, physical, systemic and
metabolic dysfunctions that can occur months to years post injury (Masel & Dewitt, 2010).
Traumatic brain injury reduces life expectancy this is due to the increased rates of
secondary conditions such as, seizures, sleep disorders, neurodegenerative disorders,
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neuroendocrine dysregulation, psychiatric diseases as well as non-neurological disorders
including sexual dysfunction, bladder and bowel incontinence, physical, systemic and metabolic
dysfunctions that can occur months to years post injury (Masel & Dewitt, 2010).
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Slide 6

seizures
metabolic
dysfunctions

Secondary
Conditions

sleep disorders

Neuro
degenerative
disorders

physical

Neuro

bladder and bowel
incontinence

endocrine
disorders

sexual
dysfunction

psychiatric
conditions

(Voshol et al., 2003, Hibbard et al., 1998, Holsinger et al., 2002, Koponen et al., 2002, Silver et al., 2001
and Shores, 2000 p.1531,.Chesnut et al., 1999 p.276, Aarabi et al., 2000, Plassman et al., 2000 p. 1159, Masel & Dewitt, 2010).

Narration.
Raise your hands how many people do you know who have these conditions?

Epilepsy
Epilepsy occurs frequently after traumatic brain injuries. Persons with a TBI are “1.5-17
times (depending on the severity of the TBI) more likely than the general population to develop
seizures” (Masel & Dewitt, 2010, p. 1530). In the young adult population seizures are the
leading cause of epilepsy, “seizures will be observed over a week after a penetrating TBI in 3565% of individuals” (Masel & Dewitt, 2010, p. 1530). Epilepsy does not always occur
immediately following a TBI; there can be as long as 12-year gap between first post TBI seizure
until another occurs (Masel & Dewitt, 2010). Increased the rates of rehospitalization after the
injury are associated with epilepsy (Masel & Dewitt, 2010). Occupational performance may be
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disrupted as a seizure can prohibit a person’s ability to operate a vehicle, attend work or
participate in social and recreational tasks.
Sleep
Sleep difficulties are one of the most commonly reported changes following TBI.
Disruptive or non-restorative sleep have been reported in approximately 70 % of individuals
with TBIs” (Masel & Dewitt, 2010 p. 1531). Hypersomnia defined as increased fatigue or
sleepiness, is associated with decreased cognition, productivity, and greater risk for accidents
(Masel & Dewitt, 2010). Additional research is needed on sleep related deficits, especially
related to function in daily living and health-related quality of life after a TBI (Masel & Dewitt,
2010). Chronic sleep deprivation prevents the healing and restoration of cells which impacts the
immune response in the body. Individuals with TBI may have long term sleep related changes 510 years post injury and report increased isolation and decreased employment rates (Andelic et
al., 2018).
Alzheimer’s Disease & Dementia
Alzheimer’s disease (AD) and dementia are a major public health problem in the United
States. A population-based prospective historical cohort study examined military medical
records of World War II Navy and Marine veterans who sustained a nonpenetrating or related
head injury and found that any history of head injury more than doubled the risk of developing
AD later in life (Plassman et al., 2000). They also found that the more severe the head injury,
the higher the risk for AD; “…a moderate head injury was associated with doubling the risk, and
a severe head injury more than quadrupled that risk” (Plassman et al., 2000 p. 1159). In this
study of 1,776 veterans, they concluded that the 1,228 veterans who did not have a head injury
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compared to the 548-veterans with head injuries, had documented damage to the blood brain
barrier causing and increased rate of deposited beta amyloid plaque which is present in
Alzheimer’s disease (Plassman et al., 2000).
Behavioral Changes
Behavioral changes post injury may be evident in individuals with the TBI and
challenging for family/caregivers to address. Individuals with mild to severe TBI may have
significant long-term behavior related changes as a result of their injuries. Behaviors may
include aggression, confusion and agitation, which have been seen primarily in the acute stages
following TBI but can persist in the form of later personality changes (Andelic et al., 2018). TBIs
are associated with an increased risk of developing psychological disorders such as mood
disorders, major depression, psychotic disorders, obsessive compulsive disorders and anxiety
disorders (Masel & Dewitt, 2010). Wood and Rutterford (2006) assessed outcomes of severe
TBI and reported that psychosocial function and community integration were below levels of
non-injured persons on average. In a long-term follow-up study of 254 individuals at two- and
five-years post TBI there was a higher frequency of cognitive, behavioral and emotional changes
at five years than at two years (Koponen et al., 2002).
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Slide 7

How have things
changed?

Narration.
Play audio recording.
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Slide 8

Evidence Best Practice

Gap

Gap

No “gold” standard for self
management programs

Need for addressing lifestyle
modification is important in
reduction of secondary conditions

(Fryer et al, 2016).

(Fryer, Luker, McDonnell & Hillier,
2016).

Gap
Need for development of selfmanagement programs to use
outcome tools that are
standardized
(Douglas, Driver, Callender,&
Woolsey, 2019). Fraas, M., Balz, M.,
& DeGrauw, W. (2007).

Narration.
The long-term health risks after TBI are substantial and costly. One approach to
addressing the chronic nature of these conditions is to help persons with TBI learn to recognize
when symptoms occur and how to deal with the effects. This type of self-awareness and
preventative self-care is considered “self-management” and can be taught. There is emerging
literature on brain injury as a chronic condition, and about self-management programming
specifically for TBI. An expanded search on the topic resulted in some common themes. The
themes that emerged from the literature included;
The diversity of self-management programs for chronic brain injury makes it difficult to
define practice standards. The review does, however, reflect the present situation and
highlights the inadequacies and gaps in the current literature and the importance of
comprehensive treatment programs for moderate and severe chronic brain injury going
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forward. Evidence from six most relevant studies showed that self-management programs
improved quality of life in people who had an acquired brain injury. Self-management programs
should include more basic health behaviors and secondary measures such as better blood
pressure control, improved diet and exercise, smoking/alcohol reductions, and reduced
healthcare usage (Fryer et al, 2016).
There is a need for standardized outcome tools. Self-management programs vary
tremendously, but they all have the intention of improving participants overall health, wellbeing, participation in society among other things. One of the problems when trying to find a
gold standard self-management program is that there are not standardized outcome tools that
demonstrate consistency for measuring program quality. Identification of key features of the
self-management programs are required, for example, what is the ideal frequency, duration,
and mode of sessions (Fryer et al., 2016).
People with chronic brain injury have difficulty navigating barriers in their environments,
including limited transportation options, significant out-of-pocket health-care costs,
complicated or inadequate insurance coverage, and lack of information about the chronic
nature of their condition (Ipsen, 2006). In a program evaluation of a twelve month lifestyle
intervention, the study suggested ways to address these barriers are through hybrid mode
delivery this included recommendations for use of collaborative community model
programming, telehealth and options for web based access to information (Douglas, Driver,
Callender,& Woolsey, 2019).
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Slide 9

Best Practice Models for Brain Injury

BRAIN INJURY CLUBHOUSES

CHRONIC DISEASE SELF
MANAGEMENT PROGRAM (CDSMP)

Narration.
These two evidence-based programs support the literature and address the remediation
of secondary conditions. Both programs model the literature providing hands on tasks that
engage the person through ‘doing’ that improves health and wellness.
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Slide 10

CDSMP Workshops
• Online Chronic Disease programs • Program Design:
• Lecturettes
• In person Workshops
• Brain Storming sessions
• Caregiver workshops
• Action Plans
• Feedback
• Facilitation
• Problem Solving

(National Council On Aging, 2020)

Narration.
The CDSMP workshops are designed to help people gain confidence in their ability to
manage their symptoms and learn how their health problems impact their lives.
For example, if exercise is used as a means of controlling blood sugar, dealing with
stress and depression, and increasing general fitness, it is more likely that participants will begin
or enhance an exercise program. Within this program participants are urged to share their
action plans and other workshop activities with family and friends in order to create a
supportive environment for change and also to be more accountable (IBICA, 2018, National
Council on Aging, 2020).
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Chronic
Disease Self
Management
Program
(Online)
Better
Choices,
Better Health

• How it Works:
• 6 Week workshop
• Trained by peer facilitators
• 25 persons per workshop
• Weekly activities
• (National Council On Aging, 2020)

Narration.
How It Works Better Choices, Better Health the online Chronic Disease SelfManagement Program developed at Stanford University, is a six-week workshop. Classes
consist of about 25 persons per workshop (National Council on Aging, 2020).
BCBH does not require “real time” attendance (i.e., there are bulletin boards rather than
chat rooms). A pair of trained peer facilitators moderate each workshop (National Council on
Aging, 2020).
3 guiding principles of these programs are: Self efficacy, skill mastery and modelling
(National Council on Aging, 2020).
Fostering Self-Efficacy As in other Stanford programs, BCBH helps participants gain a
sense of control over their health-related functioning through enhanced self-efficacy. This
includes guided mastery experiences, acquisition of skills and enhancement of self-confidence
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through peer modeling, reinterpretation of physiological symptoms, and social persuasion
(National Council on Aging, 2020).
Skills mastery: Participants create a weekly action plan and try new behaviors such as
exercise monitoring. Each session includes a place for feedback on progress and discussion of
problems (National Council on Aging, 2020).
Modeling: To enhance the connection between participants and moderators, at least
one of the two peer moderators for each BCBH program must have a chronic condition
(National Council on Aging, 2020). The program offers structured opportunities for participants
to support each other, with problem solving via bulletin boards. Thus, participants model for
each other and, by serving as models, enhance their self-efficacy (National Council on Aging,
2020).
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Self
Management
Resource
Center

• Chronic Disease Self Management
• Workplace Chronic Disease Self Management
• Diabetes Self Management
• Chronic Pain Self Management
• Building Better Caregivers
• Cancer: Surviving and thriving
• HIV: Positive Self Management
• Arthritis Self Management
(Cadilhac et al., 2011).

Narration.
There are various types of self-management programs. These are just a few included,
but all programs included on the SMRC list have outcomes that have undergone several
randomized controlled trials to prove its efficacy. Published research on the program indicates
that the online workshop achieves similar health outcome improvements as the in-person
program, considered the gold standard of care (National Council on Aging, 2020).
Participants’ self-report measures one year after completing the workshop indicate
reductions in health indicators including health distress, pain and disability; an increase in
health behaviors, including aerobic and strength exercises, self-efficacy and communication
with physician; and reductions in health care utilization, including physician visits, emergency
room visits and days spent in hospital (National Council on Aging, 2020).
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One randomized control trial looked specifically at generic self-management programs
as compared to the CDSMP to evaluate safety and feasibility for the acquired BI population. The
generic program was complete for s 2.5-hour educational session one time per week for eight
weeks. They concluded that both interventions were safe and effective, but more people
adhered with the CDSMP guidelines (90%) as compared to the generic self-management
program guidelines (69%) (Cadilhac et al., 2011). The benefits of self-management programs
whether generic or the CDSMP were found to have better benefits for mood and greater
participation, accountability and completion rates (Cadilhac et al., 2011). This finding was
significant as safety and feasibility are two primary concerns for secondary payers and make it
more likely to successfully implement into community, hospitals or rehabilitation
environments.
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Background & History of the
Clubhouse Model
(Guertsen et al, 2010, IBICA, 2019)

Narration.
The Clubhouse Model was developed initially for the mental health population. During
the late 1940’s a group of patients from the Rockland Psychiatric Center formed a support
group called WANA (We Are Not Alone), which met at a public library in ManHattan, NY
(International Brain Injury Clubhouse Alliance, 2019, Beard, Propst & Malamud 1982). The
group, with help of a social worker Elizabeth Schermerhorn, purchased the first clubhouse in
New York City, 1948 (Beard, Propst & Malamud 1982, IBICA, 2019).
Fountain House was initially staffed and operated solely by group members, designed to
serve as a meeting place and social support location for ex-psychiatric patients (Beard, Propst &
Malamud 1982, IBICA, 2019). The people who joined the Fountain House were called members,
and like a club, they could remain members for as long as they desired.
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The focus of this model evolved from its traditional roots of services for the mental
health population and transitioned to also serving the brain injury population as the needs
were well aligned with the vision of this organization. In the early 2000’s Clubhouse
International and in (2005) International Brain Injury Clubhouse Alliance were formed as
advocated organizations that supported adults with mental illness and persons with brain injury
(Beard, Propst & Malamud 1982, IBICA, 2019). Both of these populations oftentimes face
challenges returning to their communities and pursing services on their own following a
hospital stay.
The Clubhouse International Model was formed over 70 years ago and has since grown
to over 300 psychosocial clubhouses and more than 17 brain injury clubhouses around the
world. The mission of IBICA is to “support the persons with brain injury to return to meaningful
and productive life in the community after acquired brain injury” (IBICA, 2018 p 1).
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Brain Injury Clubhouse: Work Ordered Day

A six to eight-hour
period, typically.
Monday through Friday,
which parallels the
typical business hours

Members and staff work
side by side, as colleagues to
perform the work that is
important to their
community.

All of the work in the
Clubhouse is for the
clubhouse by the members.

Members volunteer to
participate as they feel
ready and according to
their individual
interests

(Ipsen, 2006, IBICA, 2019)

Narration.
The daily activity of a Clubhouse is organized around a structured system known as the
work-ordered day. It is not a therapy program; however, it is inherently therapeutic due to the
nature of the context.
The structure of the Clubhouse model design is a community day treatment program
the clubhouse is all membership based, members can take part in the clubhouse for as long as
they need, leave and return for support as often as desired (IBICA, 2019). The clubhouse is
designed around the concept of the “work ordered day” where members and staff work
together running the daily functions of the clubhouse. The day to day operations of the
Clubhouse model vary in frequency but are anywhere from 2 to 5 days per week (IBICA, 2019).
The Clubhouse is organized into one or more work units, each of which has intentionally low
staff to member ratios to facilitate problem solving and communication amongst members as
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the members complete meaningful work to sustain a full and engaging day. Morning unit
meetings are held to facilitate relationship building as well as to organize and plan for the work
of the day. All work in the Clubhouse model is designed to help restore the members sense of
independence foster community, self-worth, purpose and confidence completing tasks (IBICA,
2019).
A cross-sectional study by Ipsen (2006) discussed the need to address secondary
conditions for meeting return to work goals. Recommendations included health-promotion
programs, that encourage healthy behaviors. For example, a person will be more likely to
continue working or return to work after injury/illness if their secondary health issue is
addressed directly. The Clubhouse model is uniquely suited to address persons with brain
injuries return to work goals. The BIC increases their members access paid employment through
a variety of employment models that may include supported, transitional and independent
employment contracts within their communities (IBICA, 2019). The BIC assists and supports
members to secure, sustain and better their employment outcomes in the community due to
the support it provides. Within the BIC design every member with a desire to work has access
to employment preparation, placement, and job support needed to be successful as this
program partners with vocational rehabilitation services to best prepare members for gainful
employment (IBICA, 2019). The BIC also supports members to secure volunteer positions and
other means of productive activities within their community to become more engaged and
accountable.
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Slide 15* (added after the presentation from feedback)

How is this different?

Brain Injury Clubhouse
• Membership- member based community
• Ex: Knights of Columbus, Lions Club, YMCA
• Members make the decisions within the
Clubhouse.
• Purposeful tasks that prepare members to
return to the community or workforce

•
•

•
•

Adult Day Center
Leisure activities
Guided by skilled professional staff
members
Sheltered Workshop
Completes work for an outside
company
Labor related jobs that are simple
and repetitive

Narration.
The Brain Injury Clubhouse Model is different from other models that you may be
familiar with such as adult day centers and sheltered workshops (IBICA, 2019).
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How is a Brain Injury Clubhouse funded?
Private
donations

Grants

Fundraising
events

Membership
Dues

Medicaid/BI
waiver

Corporate
Sponsors

Narration.
A common question that I have gotten during these presentations is how is a clubhouse
funded? Many of the established clubhouses are funded through various entities such as
private donations, grant funding, membership dues, corporate sponsorships, fundraising as well
as Medicaid/ brain injury waiver funding (IBICA, 2019).
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Significance &
Innovation

Narration.
Play video clips.
Sheila describes his experience at the Clubhouse. Sheila states:
“Since Bob has been attending the brain injury Clubhouse, he is happy. He is more motivated;
he even seems like he is recalling more from each day. He loves to work with his hands, so he is
involved with the maintenance unit. His jobs include sorting the recycling, taking out the trash,
helping to order supplies. This might not seem like much to do in a day for someone, but this
gives Bob purpose he wakes up knowing that he has a job to accomplish and for that reason he
rarely misses. He has also made incredible friendships and enjoys going every day to socialize. I
know that we have a long road ahead of us, but with the Clubhouse dealing with Bobs brain
injury seems much more manageable.” (February, 2020).
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Narration.
This is my reference page and also the photo/ video release.
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Photo & Video Release Statement
• Permission and signed release was obtained for all case study photos
and videos included in this presentation

Narration.
This presentation reflects only a small percentage of the causes of disability and the
chronic conditions individuals with TBI face. Chronic Disease Self-Management Programs and
the Brain Injury Clubhouse Model are a complimentary addition to the current resources of
occupational therapy practitioners as evidence-based options for management of secondary
health conditions. Current research and reviews of research that have been done addressing
secondary outcomes are evident of the need for more self-management programs.

Overall, self-management programs are a feasible and safe way to improve health and
participation in all aspects of life for those with chronic brain injury. Presently, there is a need
for more programs like the Chronic Disease Self-Management Program and the Brain Injury
Clubhouse that make a positive impact on the more than 5.3 million individuals in the U.S. are
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disabled every year due to the secondary conditions they experience post TBI (Zaloshnja E,
Miller T, Langlois JA, Selassie AW, 2008).

There are evidence-based programs that support the chronic brain injury patient which
has led me to passionately pursue program development in my community and I hope that it
will inspire change and provide encouragement that life after brain injury is indeed
manageable.
We have already come so far in the areas of best practice for brain injury and the opportunity
to meet the growing needs of brain injury is possible with models like these.

Any Questions?
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Appendix A.3. Brain Injury Alliance of Iowa State Conference Proposal
November 26, 2019
Kami Holst, MOTR/L, CBIS
Genesis PT and Wellness
4011 Devils Glenn Rd
Bettendorf, IA 52722

Dear Kami Holst,
Thank you for graciously agreeing to share your knowledge at our 28thAnnual Best Practices in
Brain Injury Services Conference. Both of your proposals have been selected! We look forward
to seeing you March 5thand/or 6th, 2020 at the Sheraton in West Des Moines, Iowa.
Please verify that the following is correct:
“Evidence Based Review: Self-Management Programs and the Reduction of Secondary Health
Conditions Following Brain Injury”
Kami Holst, MOTR/L, CBIS, Occupational Therapist
Please look for an email from us in the coming weeks with your scheduled time and a list of
requested items needed for marketing and certificate of education units (CEUs).
Thank you,
Conference Planning Committee

CHRONIC BRAIN INJURY
Brain Injury Alliance of Iowa
Conferences@biaia.org
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Kami,
We are excited to have you present at our 28th Annual Conference.

We have you scheduled to present as (2) breakouts Friday, March, 2020, 1:00 – 2:00 and 2:15 –
3:15pm.

I have included a list of items (or verification) we are in need of for marketing and certificates of
attendance. Please email me these items (or verification) by January 6, 2020. Once we have
everything compiled, we will send another email to confirm everything is accurate.

1st PRESENTATION 1:00 – 2:00pm 60 minutes
Presentation Title:
Chronic brain injury: How can we better manage neglected chronic conditions?
Objectives (minimum of 3):
1. Define TBI as a chronic condition and the impacts on health.
2. Describe the Brain Injury Clubhouse Model and the Chronic Disease SelfManagement Program as two evidence-based approaches used with the brain
injury population.
3. Illustrate healthcare professional’s role within the application of these evidencebased resources through real-life case study example.
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Brief Description:
Brain injuries are the beginning of an ongoing and even a life-long process that impacts the
entire body. The impact of chronic brain injury may reduce life expectancy because of the
increased and associated secondary conditions. Self-management programs are a new and
innovative way to address these secondary conditions. Review of a real-life case study example
will illustrate the chronicity of brain injury.
Needed:
Bibliography
Speaker:
Lead Presenter Name (Include Credentials):
Kami Holst, MOTR/L, PP-OTDS, CBIS
Job Title:
Occupational Therapist
Employer:
Genesis PT and Wellness
Bettendorf IA
Biography (50 words or less):
Kami Holst is a full-time occupational therapist for Genesis PT & Wellness in Bettendorf IA. She
is currently attending St Catherine’s University pursuing her post professional doctorate in
occupational therapy with a specialty interest in brain injury as a chronic condition. Kami is a
certified brain injury specialist and works in an outpatient day rehabilitation program for adults
with acquired brain injury.
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Appendix A.4. Call for Papers: Annual Conference of the AOTA
Title: Acquired Brain Injury as a Chronic Condition: Self-Management and Clubhouse Programs
TYPE OF PROPOSAL
Proposal Type: Presentation
Level of Material: Intermediate
Level Rationale: Neurological rehabilitation in the community-based setting requires
specialization and comfort with the evolution of brain injury rehabilitation post-acute care.
Involvement of occupational therapists in community based self-management programs is an
emerging area of practice with opportunities that vary widely between states.

Practice Concentration: Rehabilitation
Focus Area: Community
LEARNING OBJECTIVES
1. Define TBI as a chronic condition and the impacts on health.
2. Describe the Brain Injury Clubhouse Model and the Chronic Disease Self-Management
Program as two evidence-based approaches used with the brain injury population.
3. Illustrate occupational therapy practitioner’s role within the application of these
evidence-based resources through an occupational profile case study example.

ABSTRACT SYNOPSIS
There is growing awareness of the chronic nature and associated secondary conditions
related to traumatic brain injury. Self-management programs and the Brain Injury Clubhouse
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Models are an innovative approach to address these secondary conditions. An occupational
profile completed on a case study will illustrate the chronicity of brain injury and the role of
occupational therapy practitioners within this community-based setting.

ABSTRACT
In the United States TBI is a serious public health concern that results in death and
disability for thousands of people each year (CDC, 2019b). During 2013, traumatic brain injuries
were diagnosed in nearly 2.8 million of the 26 million injury-related emergency department
visits, hospitalizations, and deaths that occurred in the United States (CDC, 2014). The
significance of this occurrence has launched TBI as being recognized more as a disease process,
rather than a discrete event, because of the potential it presents for non-reversible and chronic
health effects (Masel and DeWitt, 2010). These findings point to the chronic health effects of
TBI that can affect a person’s health, social and community environment long after acute
medical treatment and rehabilitation (CDC, 2015).
Two community-based programs for individuals with chronic brain injury, the Brain
Injury Clubhouse model and the Chronic Disease Self-Management Program (CDSMP) could be
the key to prevent and manage secondary conditions associated with chronic brain injury.
Existing Brain injury Clubhouses may benefit from the addition of self-management programs
to their already existing standards and structure. In a systematic review (n=13), two
randomized control trials of day-treatment programs demonstrated positive effects on daily life
functioning and community integration for participants who had TBI (Guertsen et al., 2010). The
effectiveness of day-treatment programs was further substantiated by four controlled
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comparative studies and three uncontrolled longitudinal cohort studies (Guertsen et al., 2010).
The highest level of evidence was found for day brain injury treatment programs that
integrated components of community (Douglas et al., 2019), self-management programming
(Andelic et al., 2018) and daily function as a comprehensive program (Guertsen et al., 2010). All
work in the Clubhouse is designed to foster the members’ independence, sense of community,
self-worth, purpose and confidence while completing tasks (IBICA, 2019). The addition of selfmanagement programs has the potential to strengthen the clubhouse’s inherently strong
design.
The vision on the Brain Injury Clubhouse Alliance states that, “people impacted by brain
injury worldwide will have access to life-long support and the highest quality of life through
Brain Injury Clubhouses” (IBICA, 2019). The vision of the Brain Injury Clubhouse Model
emphasizes the need for lifelong support for members of the clubhouse because of the chronic
nature of brain injury. Self-management programs are emerging in the literature as evidencebased approaches that may be complimentary to the design of the Brain Injury Clubhouse
Model. There is strong existing evidence that supports the use of the psychosocial clubhouse
model to promote cognitive skills of participants with serious mental illness (Stav & Nastasi,
2014).
The brain injury clubhouse model is an emerging and innovative opportunity for
occupational therapy practitioners who want to be involved in a community-based setting.
Occupational therapy practitioners are qualified with skills in assessment, interventions and
occupations that are meaningful and provide that “just right challenge”. Occupational therapy
may use an Occupational Profile to inform development of self-management goals and select
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Clubhouse activities that provide meaning and purpose (AOTA, 2014). Additionally,
occupational therapy practitioners have expertise in task modification, skill building,
compensatory techniques and education. Pairing self-management programs (e.g., CDSMP)
with other programming already offered by the Brain Injury Clubhouse may help members
prevent or manage secondary conditions.
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CONTACT
SPEAKERS AND AUTHORS
Kami Holst
BS, MOTR/L, PP-OTD, CBIS
AOTA Member ID #000004372432
Daytime Phone: (563) 320-1102
Email: klholst085@stkate.edu

SPEAKER BIO
Kami Holst is an assistant professor within the occupational therapy doctoral program at St.
Ambrose University, as well as a clinician for Genesis PT & Wellness in Bettendorf IA. She is
currently attending St Catherine’s University pursuing her post professional doctorate in
occupational therapy with a specialty interest in brain injury as a chronic condition. Kami is a
certified brain injury specialist and works in an outpatient day rehabilitation program for adults
with acquired brain injury.

EMPLOYER
St. Ambrose University, Davenport IA, 52807
Genesis Physical Therapy & Wellness, Bettendorf, IA 52722
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Appendix A.5. Survey: Brain Injury Alliance of Iowa State Conference
Kami Holst- Chronic Brain Injury Presentation Survey
My interest in your topic(s) stemmed from being a (Circle all that apply)
Brain injury survivor

Caregiver/family member

Health care professional

Other

Please rate how well the contents of the presentation met the following learning objectives:
•

Define TBI as a chronic condition and the impacts on health.
Not Met

•

Partially Met

Fully Met

Describe the Brain Injury Clubhouse Model and the Chronic Disease Self-Management
Program as two evidence-based approaches used with the brain injury population.

Not Met
•

Partially Met

Fully Met

Illustrate the application of these evidence-based resources with a real-life case study
example.

Not Met

Partially Met

Fully Met

Please rate the application of the contents of this presentation to your present circumstance:
The content of this presentation identified gaps in the healthcare system that I have
experienced.

Strongly Agree

Agree

Neutral

Disagree

I see the future of brain injury rehabilitation as hopeful and promising.

Strongly Disagree
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Agree

Neutral

Disagree

Strongly Disagree

The self-management models presented during this presentation would benefit someone that I
know or myself.

Strongly Agree

Agree

Neutral

Disagree

Strongly Disagree

Disagree

Strongly Disagree

Disagree

Strongly Disagree

Disagree

Strongly Disagree

Feedback on Presenter:
Conveys a genuine interest in presentation material
Strongly Agree

Agree

Neutral

Organizes and presents materials in a clear manner
Strongly Agree

Agree

Neutral

Raises challenging topics with application to community
Strongly Agree

Agree

Neutral

What are the presenter’s strengths?

How could the presenter improve the contents and presentation?

Please make any additional comments on the effectiveness of the presenter and suggestions
for improvement.

CHRONIC BRAIN INJURY

77

Appendix A.6. Survey Results: Brain Injury Alliance of Iowa State Conference
Statistical Summary of survey given at BIAIA State conference on March 5-6th 2020 in Des
Moines, Iowa.
My interest in your topic stemmed from being a (Choose all that apply)
Brain Injury

Caregiver/family

Healthcare

Survivor

professional

(n/%)

(n/%)

(n/%)

2/15.8%

3/26.3%

14/57.9%

Note: N=19, More than one selection chosen.

Learning Objectives: Rate how well the following learning objectives were met
Define TBI as a chronic condition and the impacts on health
Fully Met

Partially Met

Not Met

(n/%)

(n/%)

(n/%)

19/100%

0/0%

0/0%

Note: N=19
Describe the Brain Injury Clubhouse Model and the Chronic Disease Self-Management
Program as two evidence-based approaches used with the brain injury population.

Fully Met

Partially Met

Not Met

(n/%)

(n/%)

(n/%)
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0/0%

Note: N9
Illustrate the application of these evidence-based resources with a real-life case study
example.

Fully Met

Partially Met

Not Met

(n/%)

(n/%)

(n/%)

19/100%

0/0%

0/0%

Note: N=19
Presenter Performance: Please rate the following based on the performance of the presenter.
The content of this presentation identified gaps in the healthcare system that I have
experienced.

Strongly Agree

Agree

Neutral

Disagree

Strongly Disagree

(n/%)

(n/%)

(n/%)

(n/%)

(n/%)

11/57.8%

8/42.1%

0/0%

0/0%

0/0%

Note: N=19
I see the future of brain injury rehabilitation as hopeful and promising
Strongly Agree

Agree

Neutral

Disagree

Strongly Disagree

(n/%)

(n/%)

(n/%)

(n/%)

(n/%)

14/73.8%

5/26.3%

0/0%

0/0%

0/0%
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Note: N=19
The self-management models presented during this presentation would benefit someone that I
know or myself.

Strongly Agree

Agree

Neutral

Disagree

Strongly Disagree

(n/%)

(n/%)

(n/%)

(n/%)

(n/%)

14/73.6%

5/26.3%

0/0%

0/0%

0/0%

Note: N=19
Presenter conveys a genuine interest in presentation material
Strongly Agree

Agree

Neutral

Disagree

Strongly Disagree

(n/%)

(n/%)

(n/%)

(n/%)

(n/%)

12/63.1%

7/36.4%

0/0%

0/0%

0/0%

Note: N=19
Presenter organizes and presents materials in a clear manner
Strongly Agree

Agree

Neutral

Disagree

Strongly Disagree

(n/%)

(n/%)

(n/%)

(n/%)

(n/%)

11/57.6%

8 42.3%

0/0%

0/0%

0/0%

Note: N=19
Presenter raises challenging topics with application to practice
Strongly Agree

Agree

Neutral

Disagree

Strongly Disagree

(n/%)

(n/%)

(n/%)

(n/%)

(n/%)
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0/0%

0/0%

0/0%

Note: N=19
What are the presenter’s strengths?
Had some very scary stats, I want to know about how to keep my brain healthy
Very interesting topic, your presentation was engaging
I never knew about the brain injury clubhouse this was very interesting to me
You did a great job very dynamic as a speaker
Very interesting presentation
great job - you seem very knowledgeable for being so young!
good presentation
good job on presentation, loved your visuals
I think you did a good job
I hope that you are doing more public speaking- you do a great job, very natural speaker
You rock!
You are passionate and it shows
You are an inspiration!
Good job!
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How could the presenter improve the contents and presentation?
more information about how to keep your brain healthy
did a good job no suggestions
Tell more about the clubhouse and how its different, how to get it funded so we can have
more in Iowa
How can we get more of these programs in Iowa?
Include more about the brain injury clubhouse and how to be a part of one
you did great- keep it up
n/a
Make it a longer talk!
good job
Visuals were nice, some times the audio from your video was hard to understand
Nothing! GREAT WORK!
video was hard to understand because of the volume
Nothing
You did great no recommendations

Please make any additional comments on the effectiveness of the presenter and
suggestions for improvement?

did a good job thanks!
Make this topic a keynote for next year
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Did a good job thanks for your efforts!
Give more talks on this, people need to know more about these programs.
How can we get more clubhouses? Can we come and take a tour of the one you are a part
of?
Thanks for all you are doing for people with brain injuries.
congratulations on getting your doctorate
n/a
Next year see if you can come back for a longer talk. Good job thanks for your work!
more information about how to be involved
Improve audio quality from your videos
You are an awesome person, keep it up!
work on video volume issues so everyone can hear it better
I want to be like you, you are doing great things for people with brain injury
Where are you guys located. I want to come and see your clubhouse
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Chapter 3. The Role of Occupational Therapy in a Brain Injury Clubhouse Model: A Knowledge
Translation Project Proposed for an Occupational Therapy Practice Magazine
Aim
Introduce the Brain Injury Clubhouse Model as a community-based intervention for
chronic TBI and summarize the role of occupational therapy practitioners in this setting,
through an article proposed for the OT Practice magazine.
Title
Brain Injury Clubhouse: An Innovative Way to Manage Chronic Brain Injury
Brief description
The project aim was a manuscript submission to Occupational Therapy Practice
magazine. The intent of this knowledge translation is to submit a manuscript draft to OT
Practice. The manuscript focuses on the Brain Injury Clubhouse model and proposes an
emerging practice area for occupational therapy practitioners within community-based
rehabilitation.
Approach
The approach for this knowledge dissemination was a manuscript draft to OT Practice
magazine. Correspondence with the editor of OT practice was completed prior to submission.
Audience and Venue
The audience for my manuscript submission is occupational therapy practitioners and
occupational therapy students who subscribe to the AOTA OT Practice magazine.
Learning Objectives
As the result of reading my manuscript readers will:
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1. Describe TBI as a chronic condition and associated secondary conditions.
2. Discuss occupational therapy’s role in community-based settings serving
individuals with TBI using the Brain Injury Clubhouse Model as a case study.
3. Apply the Occupational Therapy Practice Framework and Occupational Profile in
case studies of members of a Brain Injury Clubhouse.
Evidence of Approach
Abstract for OT Practice
In the United States TBI is a serious public health concern that results in death and
disability for thousands of people each year (CDC, 2019b). During 2013, traumatic brain injuries
were diagnosed in nearly 2.8 million of the 26 million injury-related emergency department
visits, hospitalizations, and deaths that occurred in the United States (CDC, 2014). The
significance of this occurrence has launched TBI as being recognized more as a disease process,
rather than a discrete event, because of the potential it presents for non-reversible and chronic
health effects (Masel and DeWitt, 2010). These findings point to the chronic health effects of
TBI that can affect a person’s health, social and community environment long after acute
medical treatment and rehabilitation (CDC, 2015).
The Brain Injury Clubhouse model is a community-based program for individuals with
chronic brain injury. All work in the Clubhouse is designed to foster the members’
independence, sense of community, self-worth, purpose and confidence while completing tasks
(IBICA, 2019). There is strong existing evidence that supports the use of the psychosocial
clubhouse model to promote cognitive skills of participants with serious mental illness (Stav &
Nastasi, 2014).
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The brain injury clubhouse model is an emerging and innovative opportunity for
occupational therapy practitioners who want to be involved in a community-based setting.
Occupational therapy practitioners are qualified with skills in assessment, interventions and
occupations that are meaningful and provide that “just right challenge”. Occupational therapy
may use an Occupational Profile (AOTA, 2014 p.S13) to inform development of selfmanagement goals and select Clubhouse activities that provide meaning and purpose (AOTA,
2014). Additionally, occupational therapy practitioners have expertise in task modification, skill
building, compensatory techniques and education. An occupational profile (AOTA, 2014 p.S13)
of a real-life case example will illustrate the appropriateness of occupational therapy
practitioners within this setting.

Evaluation Method
The manuscript of the article was reviewed by my mentor Dr. Julie Bass, as well as peer
reviewed for initial content prior to submission. Correspondence with the editor of OT Practice
has occurred to determine if the content was appropriate. The editor replied to the initial email
(Appendix, B.1.) and confirmed that it would be of interest and referred me to follow the
posted guidelines for article submission.

CHRONIC BRAIN INJURY

86

Appendix B.1. Correspondence with Editor of OT Practice Journal
December, 17,2020
Hello Ted,
My name is Kami Holst and I am an occupational therapist and a post professional doctoral
student at St. Catherine’s University. I have been completing an extensive literature review for
my dissertation topic of Brain Injury as a chronic condition and use of self-management
programs for management of secondary health conditions.

I wanted to give you a brief description of my focus area and see if you thought it was a good fit
for OT Practice as it is my first submission. I have had some familiarity with AJOT submission,
but it seems the processes have their obvious differences.
Working Title: Brain Injury Clubhouse’s a better way to manage chronic brain injury
Description: Brain injuries are the beginning of an ongoing and life-long process that
impacts the entire body. Chronic brain injury reduces life expectancy because of the
increased and associated secondary conditions. The Brain Injury Clubhouse Model is an
innovative community day program that is supported in the literature to be effective at
reducing chronic symptoms and enhance quality of life. A real-life case study example
will illustrate the chronicity of brain injury from both a patient and caregiver perspective
and demonstrate how self-management programs like the Clubhouse Model have been
life changing.
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I am also involved with the Clubhouse Model doing research and feel that this is a very good fit
for occupational therapists in the community setting. I think that there is a lot of potential to
share this information from both an evidence-based perspective and also a community based
innovative treatment idea for OT practitioners.

I would love to share more information with you if you feel that it is something you would be
interested in hearing more about. I thank you very much for your time.

Kami Holst MOTR/L, BS, CBIS
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Ted McKenna (AOTA Customer Service)
Dec 18, 10:14 AM EST
Hi Kami,
Thanks for your email. Yes, that sounds like it might be a good one for us, if you could give a
quick overview of this sort of intervention as an example of how OT can help people with brain
injury and then provide the case example. We're open to getting submissions whenever and
then can figure out a good place to include depending on what's planned at the time. Hope this
helps. Of course just let me know whatever other questions, and thanks again!
Best regards,
Ted McKenna
Editor, OT Practice, tmckenna@aota.org
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Appendix B.2. OT Practice Submission

Brain Injury Clubhouse: An Innovative Way to Manage Chronic Brain Injury
Author: Kami Holst OTD, MOTR/L, CBIS

Address: 906 Lost Grove Rd
Princeton, IA 52722
Phone: 563-320-1102
Email: klholst085@stkate.edu

Author Biography: Kami is an assistant professor at St. Ambrose University with a specialty
interest in adults with neurological impairments in a community-based setting. She is also the
co-founder of the first Brain Injury Clubhouse in the state of Iowa Empower House QCA. She
has a passion for developing community programs for adults with brain injury.
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Appendix B.3. Manuscript Draft
Introduction:
Chronic disease or conditions are a public health priority in the United States (Centers
for Disease Control and Prevention (CDC), 2019). A chronic disease, “is permanent, caused by
non-reversible pathological alterations and requires special training of the patient for
rehabilitation, and or may require a long period of observation, supervision or care” (World
Health Organization, 2003, p. 1127). It is estimated that 60% of U.S. adults have a chronic
disease, and annual health care costs associated with chronic disease are over $3.5 trillion
dollars (CDC, 2019).
Acquired brain injury (ABI) includes both traumatic and non-traumatic brain injury and is
defined by the Brain Injury Association of America (BIAA) as an alteration caused by an external
force (n.d.). Examples of a traumatic brain injury include; falls, motor vehicle accidents, sports
injuries and assaults (BIAA, n.d.). Non-traumatic brain injury is defined as an acquired injury in
which the damage to the brain is caused by internal factors such as lack of oxygen, exposure to
toxins, pressure or tumor (BIAA, n.d.). Examples of non-traumatic brain injury include stroke,
aneurysm, lack of oxygen supply to the brain (heart attack, near drowning), infectious disease
and cancer (BIAA, n.d.).
There is growing recognition of acquired brain injury as a chronic condition (Brain Injury
Association of American, n.d.). A number of secondary conditions are associated with acquired
brain injury which require ongoing management including epilepsy, sleep disorders, Alzheimer’s
Disease and behavioral changes (Masel & Dewitt, 2010). Masel and DeWitt completed a
comprehensive review of research on secondary conditions associated with TBI and proposed
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that TBI should be classified as a chronic disease (2010). Individuals with acquired brain injury
may also have other risk factors for chronic conditions including reduced physical activity levels
(Douglas et al., 2019) substance abuse disorders (Fryer et al., 2016), persisting functional
limitations (Andelic et al., 2018), decreased employment rate (Andelic et al., 2018, Fryer et al.,
2016), depression (Fryer et al., 2016) and social isolation (Andelic et al., 2018). Secondary
health concerns are not only limited after initial injury but can persist up to 20 years post brain
injury (Andelic et al., 2018). Because of these risk factors, individuals with brain injury may need
professional support to improve function and quality of life even a decade or more after injury
(Andelic et al., 2018).
There is an increased need for services to treat the secondary conditions related to the
acquired brain injury patient. One promising evidence-based alternative is a treatment
approach referred to as the Brain Injury Clubhouse. This community-based intervention model
addresses secondary health conditions by providing structured work-related tasks,
accountability and engagement in tasks side by side with other brain injury survivors in a
membership-based program that promotes independent living (Muenchberger, Kendall,
Kennedy, et al., 2011).
The Brain Injury Clubhouse Model is a community-based intervention providing
structured work-related tasks, accountability and engagement side by side with other brain
injury survivors in a membership-based program that promotes independent living
(Muenchberger, Kendall, Kennedy, et al., 2011). The Brain Injury Clubhouse Model is an
innovative and evidence-based application of a traditional psychosocial Clubhouse model now
applied to the brain injury survivor. The Brain Injury Clubhouse Model has been described as
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both a feasible, and safe way to improve participation for those with chronic brain injury (IBICA,
2019).
The History Behind the Development of the Clubhouse Programs
The Clubhouse Model was developed initially for the mental health population. During
the late 1940’s a group of patients from the Rockland Psychiatric Center formed a support
group called WANA (We Are Not Alone), which met at a public library in Manhattan, NY
(International Brain Injury Clubhouse Alliance, 2019, Beard, Propst & Malamud 1982). The
group, with help of a social worker purchased the first clubhouse in New York City, 1948 (Beard,
Propst & Malamud 1982, IBICA, 2019). Fountain House was initially staffed and operated solely
by group members, designed to serve as a meeting place and social support location for expsychiatric patients (Beard, Propst & Malamud 1982, IBICA, 2019). The people who joined the
Fountain House were called members, and like a club, they could remain members for as long
as they desired.
The focus of this model evolved from its traditional roots of services for the mental
health population and transitioned to also serving the brain injury population as the needs
were well aligned with the vision of this organization. In the early 2000’s Clubhouse
International (2005) International Brain Injury Clubhouse Alliance were established as advocacy
organizations that supported adults with mental illness and persons with brain injury (Beard,
Propst & Malamud 1982, IBICA, 2019). Both of these populations oftentimes face challenges
returning to their communities and finding services following a hospital stay.
The Clubhouse International Model was formed over 70 years ago and has since grown
to over 300 psychosocial clubhouses and more than 17 brain injury clubhouses around the
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world (IBICA, 2019). The mission of IBICA is to “support the persons with brain injury to return
to meaningful and productive life in the community after acquired brain injury” (IBICA, 2018 p.
1).
The Work Ordered Day and Occupational Participation
The Clubhouse Model has a mission to improve the quality of life of its members. There
are standards in place provided with input from the members and International Brain Injury
Alliance to hold as best practice for all clubhouses. The clubhouse model began as a place
where members gathered to socialize, give and receive support (Beard, Propst & Malamud
1982). The clubhouse is not a designated medical treatment program and members are
accepted and retained without regard to symptoms and progress. The most important
difference between the Clubhouse Model and formal rehabilitation is the emphasis on work
(Beard, Propst & Malamud 1982, IBICA, 2019). Clubhouse Standards embody the concept
known as the “work-ordered day” which stresses the importance of doing as providing a sense
of meaning in life, ownership and belonging to a community (IBICA, 2018).
Through the lens of the Occupational Therapy Practice Framework (2014) there are
various opportunities provided within the Brain Injury Clubhouse Model that promote the
engagement in meaningful occupations and activities. Members may assist in the operations of
the clubhouse itself, including custodial tasks, recording and paying bills, grocery shopping,
making meals and assisting with hiring new staff (IBICA, 2019). The International Brain Injury
Clubhouse Alliance provides standards that emphasizes the need for member education
initiatives, advocacy and hands on tasks. The importance of hands on doing tasks side by side
with peers and staff to support cognition, attention, memory, social engagement, leisure and
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overall function (IBICA, 2019). For example, education and training are provided to both the
staff members and the clubhouse members. Education is given to all staff members and
caregivers to assist in facilitating highest levels of independence for the clubhouse members
(IBICA, 2019). Clubhouse members are also encouraged to ask a member or attempt tasks for
themselves to promote independence during their time at the clubhouse (IBICA, 2019).
Advocacy interventions are also critical within the Clubhouse model as members are
encouraged to learn skills for self-advocacy to promote their own independence in trying tasks
that they may not have attempted since their injury or illness (IBICA, 2019). Members are also
encouraged to act as advocates alongside staff members for policy and legislative changes
giving a voice to brain injury survivors. Members within the clubhouse work side by side with
peers and staff to develop meaningful relationships and gain confidence to re-enter the
community or workforce (IBICA, 2019).
Employment issues are a primary consideration for the brain injury population and the
Brain Injury Clubhouse addresses return to work goals. The findings from a cross sectional
population study of over 3000 individuals with disabilities concluded that the secondary health
promotion are important factors related to employment (Ipsen, 2006). The Brain Injury
Clubhouse supports access to paid employment through a variety of employment models that
may include supported, transitional and independent employment contracts within their
communities (IBICA, 2019). The Brain Injury Clubhouse assists and supports members to secure,
sustain and better their employment outcomes in the community (IBICA, 2019). In a Brain
Injury Clubhouse, every member who has a desire to work has access to employment
preparation, placement, and job support and vocational rehabilitation services to best prepare
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members for employment (IBICA, 2019). The Brain Injury Clubhouse also supports members to
secure volunteer positions and other means of productive activities within their community to
become more engaged and accountable (IBICA, 2019).
Empower House Brain Injury Clubhouse Approach to Intervention
Empower House QCA is the first Brain Injury Clubhouse in the state of Iowa. The
research supporting this model and its fit within their community inspired the collaboration of
two occupational therapists and two speech and language pathologists to bring this
community-based program to their state. Occupational therapist and co-founder, Michelle
Owens, OTR/L, in discussion with the author (March, 2020), “it’s not traditional therapy, but it’s
the most therapeutic environment because the members are actively doing tasks”.
The approach to intervention is why the Brain Injury Clubhouse Model is such a good fit
for occupational therapy practitioners as it addresses each intervention approach within the
Occupational Therapy Practice Framework. The Occupational Therapy Practice Framework
Table 8: Approaches to interventions aligns with real-life brain injury clubhouse examples to
illustrate the occupational therapy fit within the Clubhouse Model (AOTA, 2014).
Emerging Opportunity for Occupational Therapy
The vision on the Brain Injury Clubhouse Alliance states that, “people impacted by brain
injury worldwide will have access to life-long support and the highest quality of life through
Brain Injury Clubhouses” (IBICA, 2019). The vision of the Brain Injury Clubhouse Model
emphasizes the need for lifelong support for members of the clubhouse which is due to the
chronic nature of brain injury. There is strong existing evidence that supports the use of the
psychosocial clubhouse model to promote cognitive skills of participants with serious mental
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illness (Stav & Nastasi, 2014). The application of the brain injury clubhouse model is an
emerging and innovative approach for occupational therapists to be involved in a communitybased setting. Occupational therapy practitioners are qualified with skills in assessment,
interventions and occupations that are meaningful and provide that “just right challenge”.
Occupational therapists may use an Occupational Profile (AOTA, 2014 p.S13) to inform
development of self-management goals and select Clubhouse activities that provide meaning
and purpose (AOTA, 2014). Additionally, occupational therapists have expertise in task
modification, skill breakdown, facilitating compensatory techniques and education of their
patients. There is a need for future research to be conducted within this setting with designs
that measure program outcome effectiveness, reduction of secondary conditions, increased
participation, leisure and community engagement. Occupational therapy practitioners can
become involved through various routes including, full/part time staff, board member or
volunteer.
The following case examples (Appendix B.5.) describe Brain Injury Clubhouse members
and occupational therapy intervention approaches. An occupational profile has been included
to illustrate how client factors, including values and beliefs, as well as mental and physical body
functions would enhance the intake evaluation within the Brain Injury Clubhouse setting. The
Occupational Therapy Practice Framework (Table 6 and Table 8) was used as a guide to select
appropriate interventions for these case studies (Appendix B.4., Appendix B.5.).
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Appendix B.4. Bob Occupational Profile
AOTA Occupational Therapy Profile: Bob
Client /Date: Bob is a 47-year-old male with a primary diagnosis of brain tumor. Patient has a 9year history with 3 subsequent tumor removals and radiation. He has a secondary diagnosis of
dementia, seizure disorder and HTN. Has completed post-acute care including inpatient/
outpatient rehabilitation and previously attended adult day services. Currently, he is staying at
home with minimal supervision (check in's) during the workday from his wife. He stays alone
from 9 am- 4 pm 2 days per week.

Reason the client is seeking service and concerns related to engagement in occupations: Bob
is seeking services from the BIC because he reports he is often bored at home. He doesn’t
complete many of his previous leisure interests because he can longer drive or work due to his
brain injury. He reports that he is forgetting things more frequently than before. Starting to
have slower walking, less coordination with his right hand.

Occupations in which the client is successful: Bob is motivated, he would like to be able to
work in some capacity. Ambulates independently. He is very helpful around the house doing
light housework such as vacuuming, loading the dishwasher, folding laundry. Barriers:
Supervision needed due to dementia, cueing needed to keep organized and to finish tasks.

Personal interests and values: Bob values his family time. Hard work. A good sense of humor.
Interested in being more independent and participating in some form of work.
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Occupational history (i.e., life experiences): Bob previously worked in a maintenance type job
outside of his occupation as a volunteer fire fighter. Married to his wife Sheila for 15+ years, 3
sons (19,17,14 years old). Lived locally his entire life. Has a large network of friends and family.

Performance patterns (routines, roles, habits, & rituals): Bobs roles include husband, father
and hard worker. Routines include completing light housework, loading dishwasher, folding
laundry, vacuuming, participating in outdoor activities, and gardening. He is an early riser and
enjoys waking up and making breakfast for his family. Bob enjoys walking to Casey’s General
Store for coffee when the weather is nice and is very social. When he is unable to get out and
talk to others, he starts feeling depressed and has more forgetful episodes.

Physical environment (e.g., buildings, furniture, pets) supports: Safe neighborhood. Close
walking proximity to Casey’s General Store for coffee. Garage entrance has no stairs to enter
the house.

Physical environment (e.g., buildings, furniture, pets) barriers: House in located on a steep hill
with 14-15 stairs to enter the side entrance. Bob is forgetful and can get disoriented in new
places with increased anxiety.
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Social environment (e.g., spouse, friends, caregivers) supports: Wife works full time. She holds
the insurance benefits and works from home on occasion. Bob attends a center for active
seniors day group 1x per week to continue working on aphasia.

Social environment (e.g., spouse, friends, caregivers) barriers: Bob is unable to drive or work
due to brain injury and increasing memory deficits. He gets increasingly anxious when he is in
large or unfamiliar crowds. Bob often enjoys interactions with people but feels anxious about
forgetting familiar friends’ names.

Cultural context (e.g., customs, beliefs) supports: Bob attends weekly Catholic mass and
identifies church as a positive support system.

Cultural context (e.g., customs, beliefs) barriers: Bob has 3 sons. They have busy social and
school schedules that often require that Bob and his wife attend weekday and weekend events.
This leaves Bob very fatigued and so he will miss church to catch up on rest.

Personal context (e.g., age, gender, SES, education) supports: 47-year-old male. High school
education. Mid to high SES due to wife’s income.

Personal context (e.g., age, gender, SES, education) barriers: Due to his friendly demeanor Bob
is often recognized in the community but often doesn’t recall familiar persons names, which
makes him feel ashamed and so he self isolates.
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Temporal context (e.g., stage of life, time, year) supports: With assistance from his wife and
children, he adheres to a positive schedule and routine with support.

Temporal context (e.g., stage of life, time, year) barriers: Bob is very busy with outside
responsibilities due to the children’s schedule, which leaves him feeling very fatigued. Sleep is
poor, frequently wakes up during the night, which causes him to need to nap during the
daytime.

Virtual (e.g., chat, email, remote monitoring) supports: Bob has a smartphone with apps on it
to assist with recall such as timers, alerts and calendar.

Virtual (e.g., chat, email, remote monitoring) barriers: Bob has a habit of losing his phone,
getting confused with extra buttons and has confusion when multiple alarms sound. Requires
assistance from wife or children to operate.

Client’s priorities and desired targeted outcomes: Engage in an environment where he can be
more social. Improve confidence with completing new or unfamiliar tasks. Increase endurance
to be able to tolerate a full day of tasks without napping.

(American Occupational Therapy Association, 2017)
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Appendix B.5. Table 1: Case Examples of Occupational Therapy Intervention Approaches in
the Brain Injury Clubhouse
Table 1.
Case Examples of Occupational Therapy Intervention Approaches in the Brain Injury Clubhouse
Approach

Description

Brain Injury Clubhouse Case
Example
Name: Jerry
Brief Description: 4 years post CVA,
has returned to work and driving.
His Clubhouse Goals: Participate in
a social and peer support groups
with others who understand his
circumstances.
Create/Promote Approach: Assisted
in creating a 1x per month family
dinner night for clubhouse
members who can only attend after
work hours.

Create, Promote
(health
promotion)

An intervention approach that
does not assume a disability is
present or that any aspect would
interfere with performance. This
approach is designed to provide
enriched contextual and activity
experiences that will enhance
performance for all people in the
natural contexts of life (adapted
from Dunn, McClain, Brown, &
Youngstrom, 1998, p . 534)

Establish,
Restore
(remediation
and restoration)

An intervention approach designed
to change client variables to
establish a skill or ability that has
not yet developed or to restore a
skill or ability that has been
impaired (adapted from Dunn et al
., 1998, p . 533) .

Name: Dave
Brief Description: L CVA 6 years ago,
RUE hemiparesis, bipolar disorder,
unable to work or drive since injury.
His Clubhouse Goals: Improve use
of his RUE, attain work skills to
resume paid employment
Establish/ Restore Approach: Dave
participates in the maintenance unit
working on grasping and holding
the vacuum cleaner with his
affected hand, cleaning and dusting
reaching with the rag in his affected
UE.

Maintain

An intervention approach designed
to provide the supports that will
allow clients to preserve the
performance capabilities they have
regained, that continue to meet
their occupational needs, or both.

Name: Sydney
Brief description: 10 years post
anoxic brain injury, tracheostomy,
feeding tube, catheter, language
impairment, power chair for
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The assumption is that without
continued maintenance
intervention, performance would
decrease, occupational needs
would not be met, or both, thereby
affecting health, well-being, and
quality of life.

mobility. Requires caregiver
assistance.
Her Clubhouse Goals: Maintain
social engagement without
caregiver assistance
Maintain Approach: Assign Sydney
to kitchen unit which has built in
social opportunities during cooking
tasks.

Modify
(compensation
and adaptation)

An intervention approach directed
at “finding ways to re- vise the
current context or activity
demands to support performance
in the natural setting, [including]
compensatory techniques . . . [such
as] enhancing some features to
provide cues or reducing other
features to reduce distractibility”
(Dunn et al ., 1998, p . 533) .

Name: Bert
Brief Description: Brain cancer 4
tumors removed (2012-present),
radiation, dementia, seizure
disorder.
His Clubhouse Goals: Be able to
contribute to a cause. Improve his
memory and increase social
interaction.
Modify Approach: Assign Bert tasks
in the business unit. During daily
work at the Clubhouse he has to
recall members names, routines
and schedules he is able to use
compensations with picture boards,
printed schedules and daily unit
meetings.

Prevention
disability
prevention

An intervention approach designed
to address the needs of clients with
or without a disability who are at
risk for occupational performance
problems. This approach is
designed to prevent the
occurrence or evolution of barriers
to performance in context.
Interventions may be directed at
client, context, or activity variables
(adapted from Dunn et al ., 1998, p
. 534) .

Marty:
Brief Description: TBI 5 years ago,
able to return to driving and part
time work.
His Clubhouse Goals: Increase
socialization opportunities.
Prevention Approach: Assigned as
the Editor of the quarterly
newsletter, planning leisure events
and fundraising opportunities with
members.
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Chapter 4. Chronic Brain Injury and Community-Based Programs: A Knowledge Translation
Project for an Entry-Level Graduate Occupational Therapy Program
Aim
Educate occupational therapy students regarding community-based approaches and
interventions for traumatic brain injury as a chronic condition.
Title
Chronic Brain Injury and Secondary Conditions
Brief description
The learning topic is a 3-hour learning module about the topic of brain injury as a
chronic condition. Lecture instruction will include background review of cerebral structures,
abnormal pathologies, chronic conditions and occupational therapy practitioner’s role in
chronic brain injury community-based programs. Occupational therapy’s role in communitybased programs for individuals with chronic brain injury will be explored through case studies
to develop critical thinking skills related to the Occupational Profile (AOTA, 2014 p. S13) and
Occupational Therapy Practice Framework (AOTA, 2014) The Brain Injury Clubhouse Model and
Chronic Disease Self-Management program are introduced as community-based approaches for
the chronic brain injury population.
Approach
The approach for this knowledge translation is a 3-hour learning module (e.g., lecture
and lab) for graduate occupational therapy students on the topics of chronic brain injury and
emerging opportunities in community-based programs. Following the presentation, a feedback
evaluation was performed related to the content and learning objectives.
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Audience and Venue
The audience for this knowledge translation project was entry-level occupational
therapy doctoral students. St. Ambrose University Occupational Therapy program in Davenport,
IA, was selected as the venue. An on-campus presentation scheduled for April 8th, 2020, was
not possible due to COVID 19. An online course module for the content was created. A narrated
slide presentation of the content was provided as an alternative to the on-campus
presentation. The entire educational module (e.g., lecture and lab) has been rescheduled for
the Fall, 2020.
Learning objectives
1. Review anatomical background, cerebral structures, and abnormal pathologies.
2. Define brain injury as a chronic condition.
3. Understand how brain injury affects long term function, health, occupational
performance and participation.
4. Discuss Chronic Disease Self-Management Program and the Brain injury
Clubhouse using case studies to illustrate the contributions of occupational
therapy in community-based setting.
Evidence of Approach:
Initial verbal contact was made with St. Ambrose University occupational therapy
department faculty Dr. Jill Schmidt to field interest regarding the topic of brain injury as a chronic
condition. Through email, we determined on a date and time to have the course. The slide
presentation, script and assignments were created for both the lab and lecture portion of this
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course (Appendix C.2., C.3.). The lecture was designed as a 1.5-hour presentation and 1.5-hour
lab. The lab materials were three case study examples with occupational profile templates of
each Brain Injury Clubhouse member as well as a group assignment (Appendix C.4., C5.). Due to
restrictions with COVID-19, I was unable to complete the in-person presentation. Online
presentation materials were created, however, due to extenuating circumstances the course was
unable to be completed in an online format and instead was rescheduled for Fall of 2020. A
survey was created by the presenter to collect feedback regarding course content.
Evaluation Method
Student presentation evaluation survey was created by the presenter to be issued to
determine if learning objectives were met and feedback for future improvements from
students regarding course content and design (Appendix C.6.). The survey was a 12-question
multiple choice and short answer survey that reviewed the effectiveness of the course content,
presenter clarity of materials and areas for improvements.

CHRONIC BRAIN INJURY

109

Appendix C.1. Slide Presentation

5/4/20

Objectives
1. Review of anatomical background, cerebral structures, and abnormal
pathologies

Chronic Brain Injury &
Secondary Conditions

2. Define brain injury as a chronic condition
3. Understand how brain injury affects long term function, health, occupational
performance and participation

Kami Holst BS, MOTRL, PPOTD
St. Catherine’s University

1

4. Chronic Disease Self-Management Program review and Brain injury Clubhouse
reviewed with case example to illustrate benefit of occupational therapy within
this community setting.

2

ACOTE
Standards

•

B.1.1 Demonstrate knowledge of: • The structure and function of the human
body to include the biological and physical sciences, neurosciences, kinesiology,
and biomechanics. • Human development throughout the
lifespan (infants, children, adolescents, adults, and older adults). Course content
must include, but is not limited to, developmental psychology. • Concepts of
human behavior to include the behavioral sciences, social sciences, and science
of occupation.

•

B.3.4 Apply, analyze, and evaluate scientific evidence to explain the importance
of balancing areas of occupation; the role of occupation in the promotion of
health; and the prevention of disease, illness, and dysfunction for persons,
groups, and populations.

•

B.4.9 Design and implement intervention strategies to remediate and/or
compensate for functional cognitive deficits, visual deficits, and psychosocial
and behavioral health deficits that affect occupational performance.

•

B.4.20 Demonstrate, evaluate, and plan care coordination, case management,
and transition services in traditional and emerging practice environments.

•

B.4.21 Demonstrate, evaluate, and utilize the principles of the teaching–learning
process using educational methods and health literacy education approaches: •
To design activities and clinical training for persons, groups, and populations. •
To instruct and train the client, caregiver, family, significant others, and
communities at the level of the audience.

3

Photo &
Video
Release
Statement

• Permission and signed release was obtained for all case
study photos and videos included in this presentation

4

Types of brain injury

What terminology is
currently used to describe
different types of brain
injury?

5

Traumatic Brain Injury

• Falls
• Motor Vehicle accidents
• Assaults
• Sports injuries
(Brain Injury Alliance of America,
n.d)

Non-Traumatic (Acquired) Brain
Injury

• Lack of oxygen (anoxia)
• Tumor
• Stroke
• Aneurysm
• Infectious disease (meningitis)
• Cancer
(Brain Injury Alliance of America,
n.d)

6

1
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How do brain injuries affect long term function,
health, occupational performance, and
participation post-discharge?

Retrieved from:
https://www.macmillan.org.uk/images/cancerinfo/longdescriptions/cancertypes/macd107_lobesfuncti
ons-of-brain_labelled_20140530_large.jpg

7

8

seizures
sleep
disorders

metabolic
dysfunctions

Secondary
Conditions

Neuro
physical

What is a chronic disease
or condition?

degenerative
disorders

Neuro

bladder and
bowel
incontinence

endocrine
disorders

sexual
dysfunction

psychological
conditions

(Voshol et al., 2003, Hibbard et al., 1998, Holsinger et al., 2002, Koponen et al., 2002, Silver et al., 2001
and Shores, 2000 p.1531,.Chesnut et al., 1999 p.276, Aarabi et al., 2000, Plassman et al., 2000 p. 1159, Masel & Dewitt, 2010).

9

10

“It is

permanent, caused by nonreversible pathological
alterations and requires

special training of the patient for

Why are chronic
conditions a priority
in health care?

rehabilitation, and or may

require a long period of observation,
supervision or care”
Definition of a chronic condition,
(World Health Organization, 2002).

11

12

2
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How do chronic conditions affect long term
function, health, occupational performance,
and participation post-discharge?

Retrieved from:
https://www.stmarys-ca.edu/sites/default/files/Cloud-1-300x147.png

13

14

OTPF: Impacts on Activities of Daily Living?

Occupational Participation
According to the Occupational Therapy Practice Framework:
• Participation—“involvement in a life situation” (WHO, 2001, p.
10). Participation naturally occurs when clients are actively
involved in carrying out occupations or daily life activities they
find purposeful and meaningful (p. 54).

15

•
•
•
•

Bathing
Swallowing/feeding
Grooming
Dressing

•
•
•
•

Functional Mobility
Toileting/hygiene
Personal Device
Sexual Activity

(Occupational therapy practice
framework Table 1)

16

OTPF: Impacts on IADLs?
• Care of pets
• Child rearing
• Communication management
• Driving and community
mobility

17

• Health management and
maintenance
• Home management
• Financial management

What knowledge and skills
are needed to manage a
chronic condition?

(Occupational therapy practice
framework Table 1)

18

3
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OTPF: impact on Occupations?
• Volunteer
• Meal preparation and clean up
• Play participation
• Rest and sleep
• Leisure
• Education
• Social
• work

Why are brain injuries
now being described as
a chronic condition?

(Occupational therapy practice
framework Table 1)

19

20

Occupational
therapy domains

What clinical and
community-based programs
are proposed to help people
manage chronic conditions?

Context & Environment
Occupation, Participation
(AOTA, 2002, p.56).

21

22

Community based resources

Occupational therapy
Physical therapy

Clinical
resources

• Pediatric Population

Speech therapy

• Hand in Hand
• Gigis Playhouse

Social work

• Adult Population

Case management

•
•
•
•
•

Neurologist
Primary care physicians
Neuropsychologist

23

Rock Steady Boxing
Brain Injury Support Group
PD Support group
Group Exercise classes
Empower House Brain Injury
Clubhouse

• Older Adults
• Center for Active seniors (CASI)
• Red Hat club
• YMCA Silver Sneakers

24

4
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Best Practice Models for Brain Injury
What are two examples of
community evidence-based programs
that could help people with brain
injuries develop knowledge and skill?

25

BRAIN INJURY
CLUBHOUSES

26

CDSMP Workshops

Chronic Disease Self Management Program (Online)
Better Choices, Better Health
• Program Design:

• Online Chronic Disease programs
• In person Workshops
• Caregiver workshops

• How it Works:

• Lecturettes
• Brain Storming sessions
• Action Plans
• Feedback
• Facilitation
• Problem Solving
(National Council On Aging, 2020)

27

• 6 Week workshop
• Trained by peer facilitators
• 25 persons per workshop
• Weekly activities
(National Council On Aging, 2020)

28

Self
Management
Programs and
TBI as a
chronic
condition

29

CHRONIC DISEASE
SELF MANAGEMENT
PROGRAM (CDSMP)

Take away points:
1. Effectiveness of self-management programs for
stroke as an ABI (Fryer et al. 2016)

BRAIN INJURY
CLUBHOUSE
MODEL FOR
TBI

2. Promising findings from comprehensive rehab
programs for the chronic stage of severe TBI
(Guertsen et al, 2010)
3. Important directions for future research (Evans
et al ; Guertsen et al 2010; Tieleman et al 2016)

• (Douglas, Driver, Callender,& Woolsey,
2019, Fraas, Balz, & DeGrauw, 2007).
• (Muenchberger, Kendall, Kennedy, &
Charker, 2011 (Stav & Nastasi, 2014)
(Fryer, Luker, McDonnell, Hillier, 2016 &
IBICA, 2019)

30

5
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“Work
Ordered Day”
and
Occupational
Participation

Background & History of
the Clubhouse Model
(GUERTSEN ET AL, 2010, IBICA, 2019)

31

• Occupational Therapy Practice Framework (2014)
• Hands on doing side by side with peers & staff
• Interventions include operating the clubhouse,
maintaining the facilities, recording and bill pay,
grocery shopping, making meals.
• Education to assist in highest levels of independence
for both member and staff
• Advocacy initiatives both for self advocacy and
legislative initiatives
• Work and assistance with supports for independent,
transitional and supported employment
• Groups- work is completed in units (kitchen, business
or maintenance unit)
communities (IBICA, 2019, Ipsen,2006).

32

Improving Occupational Participation within the
community for TBI

Brain Injury
Clubhouse

Chronic Disease
Self Management
programs

How are these types of
programs offered and
funded?

Key to practice
standards

(Guertsen et al, 2010, Andelic
et al, 2018)

33

34

How is a Brain Injury Clubhouse funded?

35

Private
donations

Grants

Fundraising
events

Membership
Dues

Medicaid/BI
waiver

Corporate
Sponsors

SIGNIFICANCE
&
INNOVATION

• (IBICA, 2019, Stav & Nastasi, 2014)

36
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Lab Objectives
1. Understand how to use the occupational profile to assess needs of TBI member
within the clubhouse.
2. Complete assigned lab worksheet within small groups.

Lab Experience

3. Articulate the role of occupational therapy within the community-based setting
and the rationale for decisions from the lab activity within a large group.

KAMI HOLST BS, MOTR/L, PPOTD
ST. CATHERINE’S UNIVERSITY

1

2

Lab Case Simulation

Meet our Member: Bob
47 year old male

Use the Occupational Profile about your assigned member

Diagnosis: Brain Cancer Tumor (2011)

Divide into your pre-assigned small groups and work in the indv chat rooms

Hx: Seizures, dementia, radiation, Removal of 3
additional tumors – most recent 2020

Complete: (25-30 minutes)
◦ Task breakdown of identified job within the unit
◦ Write 1 STG & 1 LTG

Current status: Home, no longer working or driving

◦ Identify: W hy is occupational therapy a valuable addition to the BI Clubhouse M odel

Preferred clubhouse unit: Maintenance

Present information to group- (15 minutes) designate one person to share back in large
group

3

4

Meet our Member: LaDonna

Meet our Member: Max

55 year old female

61 year old male

Diagnosis: TBI motorcycle (2013)

Diagnosis: Brain Injury (MVA)(2014)

Hx: Aphasia, Bi-polar disorder

Hx: Aphasia, Type-II Diabetes, HTN,
TIA(2018)

Current Status: part time job
caregiving for her grandchildren,
driving

Current status: part time work at Tax Slayer
Center, driving

Preferred Clubhouse Unit: Kitchen

5

Preferred Clubhouse Unit: Business

6

1
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Group Case Presentations

Thank you!
Thank you all for your time.
Please email me your finished lab worksheet with all of
your group members names on the top and fill out a post
exit survey regarding the content of this lecture and lab all
feedback is welcome.

One lead person from each group-share information about your member
◦
◦
◦
◦
◦
◦
◦

7

Share key information from the occupational profile
Task breakdown (what task did you select and how did you break it down)
What is the chronic condition(s) in your case?
What are the risk factors identified for your member?
What health behaviors do they have supporting their health?
What secondary conditions do they have or are they at risk for?
Justify why occupational therapy practitioners should be involved within the brain injury
clubhouse model.

klholst085@stkates.edu
Link to survey
https://drive.google.com/open?id=1sC0g5RMZUmD9D
u4V0VZPnvTGxfFb4eDHMtSSSPmC7w0

8

2
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Appendix C.2. Slide Presentation with Narration
Slide 1

Chronic Brain Injury &
Secondary Conditions
Kami Holst BS, MOTRL, PPOTD
St. Catherine’s University

Narration.
Welcome everyone! My name is Kami Holst and I appreciate your time today.
I am going to be speaking with you today about a very important special topic Chronic Brain
Injury and associated secondary conditions.
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Slide 2

Objectives
1. Review of anatomical background, cerebral structures, and abnormal
pathologies
2. Define brain injury as a chronic condition
3. Understand how brain injury affects long term function, health, occupational
performance and participation
4. Chronic Disease Self-Management Program review and Brain injury Clubhouse
reviewed with case example to illustrate benefit of occupational therapy within
this community setting.

Narration.
Red the objectives of this presentation.
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ACOTE
Standards

•

B.1.1 Demonstrate knowledge of: • The structure and function of the human
body to include the biological and physical sciences, neurosciences, kinesiology,
and biomechanics. • Human development throughout the
lifespan (infants, children, adolescents, adults, and older adults). Course content
must include, but is not limited to, developmental psychology. • Concepts of
human behavior to include the behavioral sciences, social sciences, and science
of occupation.

•

B.3.4 Apply, analyze, and evaluate scientific evidence to explain the importance
of balancing areas of occupation; the role of occupation in the promotion of
health; and the prevention of disease, illness, and dysfunction for persons,
groups, and populations.

•

B.4.9 Design and implement intervention strategies to remediate and/or
compensate for functional cognitive deficits, visual deficits, and psychosocial
and behavioral health deficits that affect occupational performance.

•

B.4.20 Demonstrate, evaluate, and plan care coordination, case management,
and transition services in traditional and emerging practice environments.

•

B.4.21 Demonstrate, evaluate, and utilize the principles of the teaching–learning
process using educational methods and health literacy education approaches: •
To design activities and clinical training for persons, groups, and populations. •
To instruct and train the client, caregiver, family, significant others, and
communities at the level of the audience.

Narration.
Read the ACOTE standards for this presentation.
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Photo &
Video
Release
Statement

Narration.
This is the photo/video release statement.

• Permission and signed release was obtained for all case
study photos and videos included in this presentation
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What terminology is
currently used to describe
different types of brain
injury?

Narration.
What terminology is being used to describe different types of brain injury?
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Types of brain injury
Traumatic Brain Injury

• Falls
• Motor Vehicle accidents
• Assaults
• Sports injuries
(Brain Injury Alliance of America,
n.d)

Non-Traumatic (Acquired) Brain
Injury

• Lack of oxygen (anoxia)
• Tumor
• Stroke
• Aneurysm
• Infectious disease (meningitis)
• Cancer
(Brain Injury Alliance of America,
n.d)

Narration.
It is important to define the differences between traumatic brain injury and nontraumatic or (acquired) brain injury, for the purposes of this presentation they will be used
synonymously. Traumatic brain injury is defined by the Brain Injury Association of America
(BIAA), n.d.) that it is an alteration caused by an external force. Examples of a traumatic brain
injury would include; falls, motor vehicle accidents, sports injuries and assaults (BIAA, n.d.).
Non- traumatic brain injury is defined as an acquired injury as the damage to the brain is
caused by internal factors such as lack of oxygen, exposure to toxins, pressure or tumor (BIAA,
n.d.). Examples of acquired brain injury include, stroke, aneurysm, lack of oxygen supply to the
brain (heart attack, near drowning) infectious disease and cancer (BIAA, n.d.).
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Retrieved from:
https://www.macmillan.org.uk/images/cancerinfo/longdescriptions/cancertypes/macd107_lobesfuncti
ons-of-brain_labelled_20140530_large.jpg

Narration.
Review the anatomical structures in reference to when we are talking about someone who has
had a brain injury. We need to keep in mind the types of deficits we would anticipate seeing
understanding the neurological function of each lobe: Frontal Lobe, Temporal Lobe, Parietal
Lobe, Occipital Lobe, Cerebellum Brain Stem.
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How do brain injuries affect long term function,
health, occupational performance, and
participation post-discharge?

Narration.
There is growing recognition of acquired brain injury as a chronic condition (Brain Injury
Association of American, n.d.). A number of secondary conditions are associated with acquired
brain injury which require ongoing management including epilepsy, sleep disorders, Alzheimer’s
Disease and behavioral changes (Masel & Dewitt, 2010). Individuals with acquired brain injury
may also have other risk factors for chronic conditions including reduced physical activity levels
(Douglas et al, 2019) substance abuse disorders (Fryer et al., 2016), persisting functional
limitations (Andelic et al., 2018), decreased employment rate (Andelic et al., 2018, Fryer et al,
2016) depression (Fryer et al, 2016) and social isolation (Andelic et al., 2018) which impact
quality of life.
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Secondary conditions are not only limited after initial injury but persist up to 20 years
post brain injury. Considering all of these chronic risk factors together it is indicative that
persons with TBI will be in need of professional support to improve function and quality of life
more than a decade after injury (Andelic et al., 2018).
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seizures
sleep
disorders

metabolic
dysfunctions

Secondary
Conditions

Neuro
degenerative
disorders

physical

bladder and
bowel
incontinence

Neuro
endocrine
disorders

sexual
dysfunction

psychological
conditions

(Voshol et al., 2003, Hibbard et al., 1998, Holsinger et al., 2002, Koponen et al., 2002, Silver et al., 2001
and Shores, 2000 p.1531,.Chesnut et al., 1999 p.276, Aarabi et al., 2000, Plassman et al., 2000 p. 1159, Masel & Dewitt, 2010).

Narration.
Epilepsy
Epilepsy occurs frequently after traumatic brain injuries. Persons with a TBI are “1.5-17
times (depending on the severity of the TBI) more likely than the general population to develop
seizures” (Masel & Dewitt, 2010, p. 1530). In the young adult population seizures are the
leading cause of epilepsy, “seizures will be observed over a week after a penetrating TBI in 3565% of individuals” (Masel & Dewitt, 2010, p. 1530). Epilepsy does not always occur
immediately following a TBI; there can be as long as 12-year gap between first post TBI seizure
until another occurs (Masel & Dewitt, 2010). Increased the rates of rehospitalization after the
injury are associated with epilepsy (Masel & Dewitt, 2010). Occupational performance may be
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disrupted as a seizure can prohibit a person’s ability to operate a vehicle, attend work or
participate in social and recreational tasks.
Sleep
Sleep difficulties are one of the most commonly reported changes following TBI.
Disruptive or non-restorative sleep have been reported in approximately 70 % of individuals
with TBIs” (Masel & Dewitt, 2010 p. 1531). Hypersomnia defined as increased fatigue or
sleepiness, is associated with decreased cognition, productivity, and greater risk for accidents
(Masel & Dewitt, 2010). Additional research is needed on sleep related deficits, especially
related to function in daily living and health-related quality of life after a TBI (Masel & Dewitt,
2010). Chronic sleep deprivation prevents the healing and restoration of cells which impacts the
immune response in the body. Individuals with TBI may have long term sleep related changes 510 years post injury and report increased isolation and decreased employment rates (Andelic et
al., 2018).
Alzheimer’s Disease & Dementia
Alzheimer’s disease (AD) and dementia are a major public health problem in the United
States. A population-based prospective historical cohort study examined military medical
records of World War II Navy and Marine veterans who sustained a nonpenetrating or related
head injury and found that any history of head injury more than doubled the risk of developing
AD later in life (Plassman et al., 2000). They also found that the more severe the head injury,
the higher the risk for AD; “…a moderate head injury was associated with doubling the risk, and
a severe head injury more than quadrupled that risk” (Plassman et al., 2000 p. 1159). In this
study of 1,776 veterans, they concluded that the 1,228 veterans who did not have a head injury
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compared to the 548-veterans with head injuries, had documented damage to the blood brain
barrier causing and increased rate of deposited beta amyloid plaque which is present in
Alzheimer’s disease (Plassman et al., 2000).
Behavioral Changes
Behavioral changes post injury may be evident in individuals with the TBI and
challenging for family/caregivers to address. Individuals with mild to severe TBI may have
significant long-term behavior related changes as a result of their injuries. Behaviors may
include aggression, confusion and agitation, which have been seen primarily in the acute stages
following TBI but can persist in the form of later personality changes (Andelic et al., 2018). TBIs
are associated with an increased risk of developing psychological disorders such as mood
disorders, major depression, psychotic disorders, obsessive compulsive disorders and anxiety
disorders (Masel & Dewitt, 2010). Wood and Rutterford (2006) assessed outcomes of severe
TBI and reported that psychosocial function and community integration were below levels of
non-injured persons on average. In a long-term follow-up study of 254 individuals at two- and
five-years post TBI there was a higher frequency of cognitive, behavioral and emotional changes
at five years than at two years (Koponen et al., 2002).
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What is a chronic disease
or condition?

Narration.
It is estimated that at least 60% of the U.S adults have at least 1 chronic disease (CDC, 2019).
Considerations for this in the terms of how this will impact a person’s ability to participate in
their daily occupations.
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“It is

permanent, caused by nonreversible pathological
alterations and requires

special training of the patient for
rehabilitation, and or may

require a long period of observation,
supervision or care”
Definition of a chronic condition,
(World Health Organization, 2002).

Narration.
Traumatic brain injury is a chronic disease process, it follows the definition from the World
Health Organization (WHO, 2002). I have highlighted some of the key terms in this definition“permanent, non-reversible, special training, long period of supervision”.
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Why are chronic
conditions a priority
in health care?

Narration.
Chronic disease is disease that persists over a long period of time. Chronic disease can hinder
independence and the health of people with disabilities, as it may create additional activity
limitations. People with chronic disease often think that they are free from the disease when
they have no symptoms. Having no symptoms, however, does not necessarily mean that
chronic disease has disappeared (National Council on Aging, 2020).
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Retrieved from:
https://www.stmarys-ca.edu/sites/default/files/Cloud-1-300x147.png

Narration.
Examples of Chronic Diseases, Hypertension, Stroke, COPD, Asthma, Diabetes, Arthritis, High
Cholesterol (National Council on Aging, 2020).
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How do chronic conditions affect long term
function, health, occupational performance,
and participation post-discharge?

Narration.
There is an increased need for services to treat chronic conditions and related
secondary conditions as these directly impact a person’s ability to perform and participate in
their occupations of daily living.
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Occupational Participation
According to the Occupational Therapy Practice Framework:
• Participation—“involvement in a life situation” (WHO, 2001, p.
10). Participation naturally occurs when clients are actively
involved in carrying out occupations or daily life activities they
find purposeful and meaningful (p. 54).

Narration.
Occupational participation refers to engagement in work, play, or activities of daily living
that are part of one’s sociocultural context and that are desired for wellbeing (AOTA, 2014).
Participation involves doing things that involve personal and social significance to the person.
This could include activities such as volunteering for an organization, gainful employment,
recreational activities, maintaining one’s living space, and attending school (AOTA, 2014).
It is clear that occupational participation is necessary to fill and mark time, and to
impacts our future (AOTA, 2014). Any disabling condition can alter occupational participation
and since my background is working as a clinician with a specialty interest in the neurological
and chronic conditions, specifically brain injury.
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OTPF: Impacts on Activities of Daily Living?
•
•
•
•

Bathing
Swallowing/feeding
Grooming
Dressing

•
•
•
•

Functional Mobility
Toileting/hygiene
Personal Device
Sexual Activity

(Occupational therapy practice
framework Table 1)

Narration.
Examples of how this would impact activities of daily living (AOTA, 2014).
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OTPF: Impacts on IADLs?
• Care of pets
• Child rearing
• Communication management
• Driving and community
mobility

• Health management and
maintenance
• Home management
• Financial management
(Occupational therapy practice
framework Table 1)

Narration.
Examples of how this would impact instrumental activities of daily living (AOTA, 2014).
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What knowledge and skills
are needed to manage a
chronic condition?

Narration.
What knowledge and skills are needed to manage a chronic condition?
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OTPF: impact on Occupations?
• Meal preparation and clean up
• Rest and sleep
• Education
• work

• Volunteer
• Play participation
• Leisure
• Social
(Occupational therapy practice
framework Table 1)

Narration.
Examples of impact on occupations (AOTA, 2014).
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Why are brain injuries
now being described as
a chronic condition?

Narration.
Why are brain injuries now being described as a chronic condition?
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Occupational
therapy domains
Context & Environment
Occupation, Participation
(AOTA, 2002, p.56).

Narration.
The importance of acknowledging that a chronic condition would aptly impact a
persons’ ability to complete anyone of these domains. Its first important to clarify that within
the occupational therapy practice framework language that occupational participation occurs
both individually and with others (AOTA,2014). It is important to acknowledge that clients can
be independent in living regardless of the amount of assistance they receive while completing
activities (AOTA,2014). Clients may be considered independent when they perform or direct the
actions necessary to participate, regardless of the amount or kind of assistance required, if they
are satisfied with their performance (AOTA,2014).
In contrast with definitions of independence that imply a level of physical interaction
with the environment or objects within the environment, occupational therapy practitioners
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consider clients to be independent whether they perform the component activities by
themselves, perform the occupation in an adapted or modified environment, use various
devices or alternative strategies, or oversee activity completion by others (AOTA, 2014).
For example, people with a spinal cord injury who direct a personal care assistant to
assist them with their ADLs are demonstrating independence in this essential aspect of their
lives (AOTA, 2014, p. 56)

Give examples of environmental factors (AOTA, 2014).

142

CHRONIC BRAIN INJURY

143

Slide 22

What clinical and
community-based programs
are proposed to help people
manage chronic conditions?

Narration.
It is important to consider what is available at this time in our community and to look
into best practice models that would apply to this population.
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Occupational therapy
Physical therapy

Clinical
resources

Speech therapy
Social work
Case management
Neurologist
Primary care physicians
Neuropsychologist

Narration.
These are examples of clinical resources to address chronic disease is our interdisciplinary team
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Community based resources
• Pediatric Population
• Hand in Hand
• Gigis Playhouse

• Adult Population
•
•
•
•
•

Rock Steady Boxing
Brain Injury Support Group
PD Support group
Group Exercise classes
Empower House Brain Injury
Clubhouse

• Older Adults
• Center for Active seniors (CASI)
• Red Hat club
• YMCA Silver Sneakers

Narration.
This is a list of local resources in the QCA for the brain injury population.
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What are two examples of
community evidence-based programs
that could help people with brain
injuries develop knowledge and skill?

Narration.
These next two models are the community-based interventions that are emerging in
both our community and the literature.
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Best Practice Models for Brain Injury

BRAIN INJURY
CLUBHOUSES

CHRONIC DISEASE
SELF MANAGEMENT
PROGRAM (CDSMP)

Narration.
One approach to addressing the chronic nature of these conditions is to help persons
with TBI learn to recognize when symptoms occur and how to deal with the effects. This type of
self-awareness and preventative self-care is considered “self-management” and can be taught.
To define self-management- (CDC, 2019) Self-management program education refers to
instruction to help people that have ongoing health issues learn how to live a fulfilling life (CDC,
2019).
Self-management program education is evidence based, shown to reduce symptom
severity and improve quality of life through strategic goal setting, support and skill
development (CDC, 2019). There is emerging literature on brain injury as a chronic condition,
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and about self-management programming specifically for the person’s with chronic disease
including ABI.
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CDSMP Workshops
• Online Chronic Disease programs
• In person Workshops
• Caregiver workshops

• Program Design:
• Lecturettes
• Brain Storming sessions
• Action Plans
• Feedback
• Facilitation
• Problem Solving
(National Council On Aging, 2020)

Narration.
The Chronic Disease Self-Management Program (CDSMP) was created by Stanford
University. The Self-Management Resource Center has a number of other resources listed on
their website that address various other chronic conditions. However, for the purposes of this
presentation we are going to look at this through the lens of brain injury and its fit for CDSMP.
The CDSMP workshops are designed to help people gain confidence in their ability to
manage their symptoms and learn how their health problems impact their abilities to perform
certain occupations of life.
Although the CDSMP programs do not use the term 'occupational participation', the objectives
and outcomes clearly link to our ideas of occupational participation. In fact, there are a number
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of occupational therapy researchers and practitioners who have started to use this approach
with other populations.
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Chronic Disease Self Management Program (Online)
Better Choices, Better Health
• How it Works:
• 6 Week workshop
• Trained by peer facilitators
• 25 persons per workshop
• Weekly activities
(National Council On Aging, 2020)

Narration.
The CDSMP workshops are six weeks long which meet once a week for 2 ½ hours, and
are facilitated by a pair of leaders, one or both of whom are non-health professionals with
chronic diseases themselves (National Council on Aging, 2020). They are organized into small
groups that are peer facilitated and highly interactive. The peer education component of these
programs is one of the highest rated benefits of participants within the programs.
Most recently the National Council on Aging has launched an online module for CDSMP called
Better Choices, Better Health for chronic conditions which is the online program format of this
workshop. Within the Better Choices, Better Health educational materials the subjects are
divided into categories like nutrition, decision making and coping skills, exercise, medication
management, social interactions, and relaxation strategies (National Council on Aging, 2020).
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The participants of the program are responsible for making weekly action plans to help
each other solve health and occupational participation problems that they encounter during
the week when attempting to carry out their CDSMP plan (National Council on Aging, 2020).
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Self
Management
Programs and
TBI as a
chronic
condition

Take away points:
1. Effectiveness of self-management programs for
stroke as an ABI (Fryer et al. 2016)
2. Promising findings from comprehensive rehab
programs for the chronic stage of severe TBI
(Guertsen et al, 2010)
3. Important directions for future research (Evans
et al ; Guertsen et al 2010; Tieleman et al 2016)

Narration.
Research on the effectiveness of self-management programs for traumatic brain injury
are still in the early stages, but there are promising findings that have implications for this
population. The opportunity for health care professionals in particular occupational therapy
practitioners as they are skilled in assessment and evaluation of the needs of this particular
population.
1) A Cochrane review of 14 studies of self-management programs for individuals with stroke
(another ABI population) found improved quality of life and self-efficacy in programs that use
either an individual or group format. (Fryer et al., 2014)
2) Although there are limited studies of self-management programs for TBI, a systematic review
of comprehensive rehab programs for the chronic stage of TBI provides some related findings
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that may have implications for self-management. Improved outcomes for psychosocial status,
community integration, and employment were noted. (Guertsen et al., 2010)
3) Directions for future research include: clear definitions and procedures for intervention
approaches (Guertsen et al., 2010) outcome measures that have strong psychometric
characteristics (Guertsen et al., 2010) and a specific focus on self-management as an
intervention approach for TBI.
The diversity of symptoms experienced after brain injury creates a unique opportunity
for self-management program development. The diversity of the self-management programs
currently available for the chronic brain injury survivor makes it difficult to define them as a
practice standard. According to a systematic review of comprehensive rehabilitation programs
for chronic brain injury population (n=13 studies) the current evidence does not justify standard
recommendations for clinical practice due to the inconsistencies and limited amount of
research studies (Guertsen et al., 2010). The review does, however, reflect the present situation
and highlights the opportunity for health care professionals in particular occupational therapy
practitioners as they are skilled in assessment and evaluation of the needs of this particular
population.
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BRAIN INJURY
CLUBHOUSE
MODEL FOR
TBI

• (Douglas, Driver, Callender,& Woolsey,
2019, Fraas, Balz, & DeGrauw, 2007).
• (Muenchberger, Kendall, Kennedy, &
Charker, 2011 (Stav & Nastasi, 2014)
(Fryer, Luker, McDonnell, Hillier, 2016 &
IBICA, 2019)

Narration.
The Brain Injury Clubhouse Model is a community-based intervention providing
structured work-related tasks, accountability and engagement side by side with other brain
injury survivors in a membership-based program that promotes independent living
(Muenchberge et al., 2011).
The psychosocial Clubhouse Model has been reviewed in the occupational therapy
literature as an evidence-based way to treat serious mental illness (Stav & Nastasi, 2014). Now
this application of the psychosocial clubhouse model is being applied to the brain injury
clubhouse model with great success.
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Background & History of
the Clubhouse Model
(GUERTSEN ET AL, 2010, IBICA, 2019)

Narration.
The Clubhouse Model was developed initially for the mental health population. During
the late 1940’s a group of patients from the Rockland Psychiatric Center formed a support
group called WANA (We Are Not Alone), which met at a public library in ManHattan, NY
(International Brain Injury Clubhouse Alliance, 2019, Beard, Propst & Malamud 1982). The
group, with help of a social worker Elizabeth Schermerhorn, purchased the first clubhouse in
New York City, 1948 (Beard, Propst & Malamud 1982, IBICA, 2019). Fountain House was initially
staffed and operated solely by group members, designed to serve as a meeting place and social
support location for ex-psychiatric patients (Beard, Propst & Malamud 1982, IBICA, 2019). The
people who joined the Fountain House were called members, and like a club, they could remain
members for as long as they desired.
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The focus of this model evolved from its traditional roots of services for the mental
health population and transitioned to also serving the brain injury population as the needs
were well aligned with the vision of this organization. In the early 2000’s Clubhouse
International and in (2005) International Brain Injury Clubhouse Alliance were formed as
advocated organizations that supported adults with mental illness and persons with brain injury
(Beard, Propst & Malamud 1982, IBICA, 2019). Both of these populations oftentimes face
challenges returning to their communities and pursing services on their own following a
hospital stay.
The Clubhouse International Model was formed over 70 years ago and has since grown
to over 300 psychosocial clubhouses and more than 17 brain injury clubhouses around the
world (IBICA, 2019). The mission of IBICA is to “support the persons with brain injury to return
to meaningful and productive life in the community after acquired brain injury” (IBICA, 2018 p
1).
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“Work
Ordered Day”
and
Occupational
Participation

• Occupational Therapy Practice Framework (2014)
• Hands on doing side by side with peers & staff
• Interventions include operating the clubhouse,
maintaining the facilities, recording and bill pay,
grocery shopping, making meals.
• Education to assist in highest levels of independence
for both member and staff
• Advocacy initiatives both for self advocacy and
legislative initiatives
• Work and assistance with supports for independent,
transitional and supported employment
• Groups- work is completed in units (kitchen, business
or maintenance unit)
communities (IBICA, 2019, Ipsen,2006).

Narration.
The Clubhouse Model exists primarily to improve the occupational participation of its
members. There are standards in place provided with input from the members and
International Brain Injury Alliance to hold as best practice for all clubhouses to adhere. The
clubhouse model began as a place where members gathered to socialize, give and receive
supports (Beard, Propst & Malamud 1982). The membership was not a designated medical
treatment and members were accepted without regard to symptoms and did not have to
“improve” to continue with their membership status. The most important difference between
the Clubhouse Model and formal rehabilitation is the emphasis on work (Beard, Propst &
Malamud 1982, IBICA, 2019). Clubhouse Standards embody the concept known as the “work-
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ordered day” which stresses the importance of doing as providing a sense of meaning in life,
ownership and belonging to a community (IBICA, 2018).
Through the lens of the Occupational Therapy Practice Framework (2014) there are
various types of occupational therapy interventions provided within the Brain Injury Clubhouse
Model that promote the engagement in meaningful occupations and activities for clubhouse
members. The types of interventions begin with operating the clubhouse itself, from
maintaining the clubhouse through custodial tasks, recording and paying bills, grocery
shopping, making meals and assisting with hiring new staff (IBICA, 2019). The clubhouse model
emphasizes the importance of hands on doing tasks side by side with peers and staff that
improve cognition, attention, memory, social engagement, leisure and overall function.
Additionally, interventions for education and training are included for both the staff members
and the clubhouse member as a vital part of the functions within the clubhouse. Education is
given to all staff members and caregivers to assist in facilitating highest levels of independence
for the clubhouse member. Clubhouse members are also encouraged to “ask a member” or
attempt tasks for themselves to promote independence during their time at the clubhouse.
Advocacy interventions are also critical within the Clubhouse model as members are
encouraged to learn skills for self-advocacy to promote their own independence in trying tasks
that they may not have attempted since their injury or illness. As well as members are
encouraged to act as advocates alongside staff members for policy and legislative changes
giving a voice to brain injury survivors. Members within the clubhouse work side by side with
peers and staff to develop meaningful relationships and gain confidence to re-enter the
community or workforce.
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The Brain Injury Clubhouse is uniquely suited to address persons with brain injuries
return to work goals. The Brain Injury Clubhouse increases their members access paid
employment through a variety of employment models that may include supported, transitional
and independent employment contracts within their communities (IBICA, 2019). The Brain
Injury Clubhouse assists and supports members to secure, sustain and better their employment
outcomes in the community due to the support it provides.
The Brain Injury Clubhouse also aligns with the types of occupational therapy
intervention as it is completed within a group setting. Groups of members are voluntarily
placed into work units- either kitchen unit, maintenance unit or business unit as they complete
tasks together including planning for the workday, goal setting, basic social interaction skill
development all while completion of tasks necessary to operate the clubhouse.
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Improving Occupational Participation within the
community for TBI

Brain Injury
Clubhouse

Chronic Disease
Self Management
programs

Key to practice
standards

(Guertsen et al, 2010, Andelic
et al, 2018)

Narration.
The Brain injury Clubhouses would benefit from the addition of self-management
programs to their already existing standards and structure. In a systematic review (n=13), two
randomized control trials of day-treatment programs demonstrated positive effects on daily life
functioning and community integration for participants who had TBI (Guertsen et al., 2010). The
effectiveness of day-treatment programs was further substantiated by four controlled
comparative studies and three uncontrolled longitudinal cohort studies (Guertsen et al, 2010).
The highest level of evidence was found for day brain injury treatment programs that
integrated components of community (Douglas et al, 2019), self-management programming
(Andelic et al., 2018) and daily function as a comprehensive program (Guertsen et al., 2010).
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All the work in the Clubhouse is designed to help restore the members sense of
independence foster community, self-worth, purpose and confidence completing tasks (IBICA,
2019) this in conjunction with self-management programming only strengthens the efficacy of
this programs already inherently strong design.
These two programs, the Brain Injury Clubhouse model and the Chronic Disease SelfManagement Program in conjunction comprehensively address the necessary lifestyle
modifications identified within the literature. These two collaborative approaches to prevention
could be the key to developing community-based practice standards that improve occupational
performance and health of individuals with chronic brain injury.
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How are these types of
programs offered and
funded?

Narration.
How are these programs funded?
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Slide 35

How is a Brain Injury Clubhouse funded?
Private
donations

Grants

Fundraising
events

Membership
Dues

Medicaid/BI
waiver

Corporate
Sponsors

Narration.
Many of the established clubhouses are currently a fee for service model. However, the
objective of the clubhouse model is to be a flexible reimbursement system (IBICA, 2019).
Ultimately with the end goal that they will not have to turn away anyone who wants to be able
to participate. These are some of the most common methods of funding (IBICA, 2019).
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SIGNIFICANCE
&
INNOVATION

• (IBICA, 2019, Stav & Nastasi, 2014)

Narration.
Self-Management Programs are emerging in the literature as evidence-based treatment
that are a complimentary to the design of the Brain Injury Clubhouse Model.
Occupational therapy practitioners may contribute their skills in assessment of a
person’s occupational performance and participation, occupation-based interventions, and
introduction of meaningful tasks with the “just right challenge”. Additionally, occupational
therapists focus on task modification, skill breakdown, facilitating compensatory techniques
and education of their clients. Pairing these unique skills with education in the wellness
principles of CDSMP provides an opportunity to create additional programming within the Brain
Injury Clubhouse that is grounded in evidence to continue to help members to prevent and

CHRONIC BRAIN INJURY
manage secondary health conditions. This creates an emerging opportunity for occupational
therapy practice in the community.
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Any Questions?
LAB EXPERIENCE WILL FOLLOW A SHORT 5- MINUTE
BREAK!

Narration.
Are there any questions at this time?
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Appendix C.3. Slide Presentation with Narration Lab
Slide 1

Lab Experience
KAMI HOLST BS, MOTR/L, PPOTD
ST. CATHERINE’S UNIVERSITY

Narration.
We are going to begin the lab experience portion of this presentation.
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Lab Objectives
1. Understand how to use the occupational profile to assess needs of TBI member
within the clubhouse.
2. Complete assigned lab worksheet within small groups.
3. Articulate the role of occupational therapy within the community-based setting
and the rationale for decisions from the lab activity within a large group.

Narration.
Read lab objectives
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Slide 3

Lab Case Simulation
Use the Occupational Profile about your assigned member
Divide into your pre-assigned small groups and work in the indv chat rooms
Complete: (25-30 minutes)
◦ Task breakdown of identified job within the unit
◦ Write 1 STG & 1 LTG
◦ Identify: Why is occupational therapy a valuable addition to the BI Clubhouse Model

Present information to group- (15 minutes) designate one person to share back in large
group

Narration.
Please use the occupational profile (AOTA, 2014 p. S13) that was issued for your
assigned member. I have already assigned groups for this. I will give you all time to work in
google hangouts for 25 minutes. During that time, I want you to read the occupational profile
and complete the worksheet that I emailed. I will have each group turn this in at the end. The
last 15 minutes of class we will have one person from each group present the findings in the
large group.
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Slide 4

Meet our Member: Bob
47 year old male
Diagnosis: Brain Cancer Tumor (2011)
Hx: Seizures, dementia, radiation, Removal of 3
additional tumors – most recent 2020
Current status: Home, no longer working or driving
Preferred clubhouse unit: Maintenance

Narration.
This is Bob. Assign group an occupational profile template (AOTA, 2014 p. S13).
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Slide 5

Meet our Member: LaDonna
55 year old female
Diagnosis: TBI motorcycle (2013)
Hx: Aphasia, Bi-polar disorder
Current Status: part time job
caregiving for her grandchildren,
driving
Preferred Clubhouse Unit: Kitchen

Narration.
This is LaDonna. Assign group an occupational profile (AOTA, 2014 p. S13).
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Slide 6

Meet our Member: Max
61 year old male
Diagnosis: Brain Injury (MVA)(2014)
Hx: Aphasia, Type-II Diabetes, HTN,
TIA(2018)
Current status: part time work at Tax Slayer
Center, driving
Preferred Clubhouse Unit: Business

Narration.
This is Max. Assign group an occupational profile (AOTA, 2014 p. S13).
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Slide 7

Group Case Presentations
One lead person from each group-share information about your member
◦
◦
◦
◦
◦
◦
◦

Share key information from the occupational profile
Task breakdown (what task did you select and how did you break it down)
What is the chronic condition(s) in your case?
What are the risk factors identified for your member?
What health behaviors do they have supporting their health?
What secondary conditions do they have or are they at risk for?
Justify why occupational therapy practitioners should be involved within the brain injury
clubhouse model.

Narration.
Prompt each group to have a student lead the discussion regarding lab content.
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Slide 8

Thank you!
Thank you all for your time.
Please email me your finished lab worksheet with all of
your group members names on the top and fill out a post
exit survey regarding the content of this lecture and lab all
feedback is welcome.
klholst085@stkates.edu
Link to survey
https://drive.google.com/open?id=1sC0g5RMZUmD9D
u4V0VZPnvTGxfFb4eDHMtSSSPmC7w0

Narration.
Thank you all very much. Does anyone have any additional questions?
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Appendix C.4. Occupational Profile Lab Activities
AOTA Occupational Therapy Profile: Bob
Client /Date: Bob is a 47-year-old male with a primary diagnosis of brain tumor. Patient has a 9year history with 3 subsequent tumor removals and radiation. He has a secondary diagnosis of
dementia, seizure disorder and HTN. Has completed post-acute care including inpatient/
outpatient rehabilitation and previously attended adult day services. Currently, he is staying at
home with minimal supervision (check in's) during the workday from his wife. He stays alone
from 9 am- 4 pm.
Reason the client is seeking service and concerns related to engagement in occupations: Bob
is seeking services from the BIC because he reports he is often bored at home. He doesn’t
complete many of his previous leisure interests because he can longer drive or work due to his
brain injury. He reports that he is forgetting things more frequently than before. Starting to
have slower walking, less coordination with his right hand.
Occupations in which the client is successful: Bob is motivated, he would like to be able to
work in some capacity. Ambulates independently. He is very helpful around the house doing
light housework such as vacuuming, loading the dishwasher, folding laundry. Barriers:
Supervision needed due to dementia, cueing needed to keep organized and to finish tasks.
Personal interests and values: Bob values his family time. Hard work. A good sense of humor.
Interested in being more independent and participating in some form of work.
Occupational history (i.e., life experiences): Bob previously worked in a maintenance type job
outside of his occupation as a volunteer fire fighter. Married to his wife Sheila for 15+ years, 3
sons (19,17,14 years old). Lived locally his entire life. Has a large network of friends and family.
Performance patterns (routines, roles, habits, & rituals): Bobs roles include husband, father
and hard worker. Routines include completing light housework, loading dishwasher, folding
laundry, vacuuming, participating in outdoor activities, and gardening. He is an early riser and
enjoys waking up and making breakfast for his family. Bob enjoys walking to Casey’s General
Store for coffee when the weather is nice and is very social. When he is unable to get out and
talk to others, he starts feeling depressed and has more forgetful episodes.
Physical environment (e.g., buildings, furniture, pets) supports: Safe neighborhood. Close
walking proximity to Casey’s General Store for coffee. Garage entrance has no stairs to enter
the house.
Physical environment (e.g., buildings, furniture, pets) barriers: House in located on a steep hill
with 14-15 stairs to enter the side entrance. Bob is forgetful and can get disoriented in new
places with increased anxiety.
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Social environment (e.g., spouse, friends, caregivers) supports: Wife works full time. She holds
the insurance benefits and works from home on occasion. Bob attends a center for active
seniors day program 1x per week for socialization.
Social environment (e.g., spouse, friends, caregivers) barriers: Bob is unable to drive or work
due to brain injury and increasing memory deficits. He gets increasingly anxious when he is in
large or unfamiliar crowds. Bob often enjoys interactions with people but feels anxious about
forgetting familiar friends’ names.
Cultural context (e.g., customs, beliefs) supports: Bob attends weekly Catholic mass and
identifies church as a positive support system.
Cultural context (e.g., customs, beliefs) barriers: Bob has 3 sons. They have busy social and
school schedules that often require that Bob and his wife attend weekday and weekend events.
This leaves Bob very fatigued and so he will miss church to catch up on rest.
Personal context (e.g., age, gender, SES, education) supports: 47-year-old male. High school
education. Mid to high SES due to wife’s income.
Personal context (e.g., age, gender, SES, education) barriers: Due to his friendly demeanor Bob
is often recognized in the community but often doesn’t recall familiar persons names, which
makes him feel ashamed and so he self isolates.
Temporal context (e.g., stage of life, time, year) supports: With assistance from his wife and
children, he adheres to a positive schedule and routine with support.
Temporal context (e.g., stage of life, time, year) barriers: Bob is very busy with outside
responsibilities due to the children’s schedule, which leaves him feeling very fatigued. Sleep is
poor, frequently wakes up during the night, which causes him to need to nap during the
daytime.
Virtual (e.g., chat, email, remote monitoring) supports: Bob has a smartphone with apps on it
to assist with recall such as timers, alerts and calendar.
Virtual (e.g., chat, email, remote monitoring) barriers: Bob has a habit of losing his phone,
getting confused with extra buttons and has confusion when multiple alarms sound.
Client’s priorities and desired targeted outcomes: Engage in an environment where he can be
more social. Improve confidence with completing new or unfamiliar tasks. Increase endurance
to be able to tolerate a full day of tasks without napping.
(American Occupational Therapy Association, 2017)
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AOTA Occupational Therapy Profile: Max
Client /Date: Max is a 61-year-old male with a chief diagnosis of a TBI resultant from a motor
vehicle accident in 2014. Secondary diagnosis of aphasia, depression, type II diabetes, HTN and
TIA (2018). Has completed post-acute inpatient rehabilitation, outpatient therapy/ LIFT
program and vocational rehabilitation services. Currently, he lives with his wife, is independent
with all ADL, IADL tasks, and has returned to part time work and driving.
Reason the client is seeking service and concerns related to engagement in occupations: Max
is seeking out services from the BIC because he reports that although he can work part time
and drive, he is feeling very isolated very his injury. His wife encourages him to partake in
activities within the community, but he lacks confidence and as a result has been struggling
with depression.
Occupations in which the client is successful: Max is highly motivated; he would like to be able
to work full time because it gives him something "to do during the day". However, his most
recent employers only have work for him on a part time and seasonal basis. Barriers to his
successful participation are due to secondary diagnosis of depression, which is compounded by
aphasia.
Personal interests and values: Max values family time. He enjoys hard work and doing hands
on things. He has a flat affect but desires to seek out more social and leisure interests but
reports feeling unable to express that, overwhelmed and misunderstood.
Occupational history (i.e., life experiences): Patient prior to his TBI, was working full time at
Meyers Landscaping. He worked at this job for 8 years. He has a wife, and 2 grown children and
grandchildren whom live out of the area. He has a close intimate network of friends and family
that he mainly connects.
Performance patterns (routines, roles, habits, & rituals): Max's roles include, husband, father
and hard worker. Routines include light cooking, cleaning and completion of all outdoor chores
such as mowing the lawn and gardening for leisure. He is an early riser and gets to work for his
shift far before 6 am. He works 3 days per week from 6-2pm. Habits include visiting his aging
father on Saturday mornings every week. He reports that he feels depressed and isolated more
and more every year.
Physical environment (e.g., buildings, furniture, pets) supports: Lives in a safe neighborhood.
Access to his home is safe.
Physical environment (e.g., buildings, furniture, pets) barriers: No noted barriers to his
physical location.
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Social environment (e.g., spouse, friends, caregivers) supports: Wife works full time. Attends a
free speech therapy clinic 1x per week to work on aphasia.
Social environment (e.g., spouse, friends, caregivers) barriers: Max reports that he does not
have any close friends anymore. His wife is often busy and tired after work and he "hates to
bother her" asking her to go places after she gets home. He reports increased anxiety in
crowds, is very rigid with routines and has difficulty being flexible when changes unexpectedly
happen.
Cultural context (e.g., customs, beliefs) supports: Max reports that he no longer participates in
any religious customs or beliefs. Attends church on Easter and Christmas with his family.
Cultural context (e.g., customs, beliefs) barriers: Max reports that he does not feel like people
understand him since his injury. They cannot relate to me anymore, they don’t understand my
humor.
Personal context (e.g., age, gender, SES, education) supports: 61-year-old male. College
education. Mid to high SES due to wife’s full-time income paired with his part time income.
Personal context (e.g., age, gender, SES, education) barriers: Max feels isolated more and
more with his injury and asks why this happened. His depression during the winter makes
things "worse"
Temporal context (e.g., stage of life, time, year) supports: Max adheres to a rigid schedule and
routines which helps him to feel more in control of his life.
Temporal context (e.g., stage of life, time, year) barriers: Max has rigidity with tasks/routines
and schedules that makes unexpected changes very difficult to cope with.
Virtual (e.g., chat, email, remote monitoring) supports: Max has a smartphone, email and is
connected via social media.
Virtual (e.g., chat, email, remote monitoring) barriers: Max reports that he loses emails often
and frequently deletes phone apps on accident.
Client’s priorities and desired targeted outcomes: Be a part of a community of people who
understand his injury. Engage in social and leisure interests outside of his workday that bring
him meaning and joy. Assist others who are new to brain injury with resources and to be
someone they can talk with, so they feel less alone.
(American Occupational Therapy Association, 2017)
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AOTA Occupational Therapy Profile: LaDonna
Client /Date: LaDonna is a 55-year-old female with a primary diagnosis of a TBI post motorcycle
accident (2003). She has a secondary history of aphasia and bi-polar disorder. She completed
traditional inpatient, outpatient and LIFT program post injury. She has attempted to join many
support groups but has not had success. She is currently working part time caregiving for her
granddaughter and has resumed driving since her accident. She lives alone in her own home
and has a grown son who lives 15 minutes away from her home in Davenport and assists her
minimally with IADL tasks such as bill paying.
Reason the client is seeking service and concerns related to engagement in occupations:
LaDonna is seeking services from the BIC because she reports that she is feeling isolated and
alone since her injury. She has aphasia and reports increased frustration with "people not
understanding me"
Occupations in which the client is successful: LaDonna is independently living in her own home
and manages all of her own ADLs, IADLs with the exception of bill paying (she is assisted from
her son). Barriers are social interaction, successful leisure pursuits and frustrations with
misunderstanding with others in her community.
Personal interests and values:
LaDonna values her family and caregiving for her grandchildren. She is interested in resuming
social and leisure pursuits but is often misunderstood and as a result feels anxious, isolated and
fearful in the community.
Occupational history (i.e., life experiences): LaDonna previously worked full time as a CNA for
12 years prior to accident. She is divorced and has 1 grown son and 2 grandchildren. One
grandchild is in school and she provides care for the other grandchild 3 days per week. She
reports that she does not have many close friends.
Performance patterns (routines, roles, habits, & rituals): LaDonna’s roles in mother,
grandmother and a hard worker. Routines include caregiving for her granddaughter 3 days per
week at her son’s home 15 minutes away. She cleans her home and completes IADL tasks such
as grocery shopping on Friday AM. Ladonna is very rigid in her routines and is anxious when
these routines are disrupted.
Physical environment (e.g., buildings, furniture, pets) supports: Safe neighborhood. Lives in a
ranch style house with accessible entry.
Physical environment (e.g., buildings, furniture, pets) barriers: No noted barriers to
occupational engagement

CHRONIC BRAIN INJURY

186

Social environment (e.g., spouse, friends, caregivers) supports: LaDonna has strong desire to
be socially involved with groups, clubs, church organizations and support groups within the
community.
Social environment (e.g., spouse, friends, caregivers) barriers: Often times when she pursues
social engagements (e.g., monthly brain injury support group) she has had negative encounters.
She gets into arguments with persons in the group and states she is at a loss for how this
occurred. As a result, she has been asked to stop attending these meetings.
Cultural context (e.g., customs, beliefs) supports: LaDonna reports having a spiritual
background but has no affiliation with an organized church or custom.
Cultural context (e.g., customs, beliefs) barriers: LaDonna feels like she doesn’t connect with
others when she attends her previous church.
Personal context (e.g., age, gender, SES, education) supports: 55 yr old female. High school
education.
Personal context (e.g., age, gender, SES, education) barriers: Low socioeconomic status
secondary to being unable to work at the level she previously had. LaDonna reports that she is
on long term disability and the Brain Injury waiver to assist with supplementing her income.
Temporal context (e.g., stage of life, time, year) supports: LaDonna adheres to a rigid
schedule.
Temporal context (e.g., stage of life, time, year) barriers: LaDonna has difficulty with
understanding abstract concepts and has trouble being flexible with changes that occur
abruptly.
Virtual (e.g., chat, email, remote monitoring) supports: LaDonna has only a flip phone for
communication.
Virtual (e.g., chat, email, remote monitoring) barriers: LaDonna reports that technology is a
barrier. She does not understand how to set up an email account. She does not have a
computer at home or any technology other than a cell phone to make phone calls.
Client’s priorities and desired targeted outcomes: Be a part of a community and engage in
social opportunities. Improve social skills to be able to communicate effectively with others.
Increase leisure pursuits and feel less isolated.
(American Occupational Therapy Association, 2017)
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Appendix C.5. Lab Case Example Worksheet
Lab Case Example Worksheet
Club Member Name:
Brain Injury Clubhouse Work Unit:

Task Break down (Select 1 TASK from this list based off your members preferred unit and
include all the steps needed to complete this job)
•

Kitchen unit: washing the dishes, checking & recording the refrigerator temperature,
taking out the trash, how to check food expiration dates.

•

Business unit: answering a phone & taking a message, recording donations in excel, how
to write a thank you letter, how to open up gmail.com, how to check email and write a
new email.

•

Maintenance unit: cleaning the bathroom (sink, toilet, replenish toilet paper) changing
a light bulb, dusting (including all the areas to check when dusting), how to wash a
window or mirror.

How to complete: (You may need to add additional steps)
Step 1:
Step 2:
Step 3:
Step 4:
Step 5:
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Goals: Identify one short- and long-term goal based on the information provided in the
occupational profile of the member.
1. Short term goal:

2. Long term goal:

Based off the information provided from the occupational profile. Complete 1-2 page write
up with your answers to the following questions.

What is the chronic condition(s) in your case?
What are the risk factors identified for your member?
What health behaviors do they have supporting their health?
What secondary conditions do they have or are they at risk for?

Justify why occupational therapy practitioners should be involved within the brain injury
clubhouse model.
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Appendix C.6. Survey: Course Content
Chronic Brain Injury Lecture and Lab
My interest in your topic(s) stemmed from being a (Circle all that apply)
Knowing a brain injury survivor
Future neuro prof interest
FW Level I,II, DEC
Other (specify) Please rate how well the contents of the presentation met the following learning objectives:
Define TBI as a chronic condition and the impacts on health.
Not Met

Partially Met

Fully Met

Describe the Brain Injury Clubhouse Model and the Chronic Disease Self-Management
Program as two evidence-based approaches used with the brain injury population.

Not Met

Partially Met

Fully Met

Illustrate the application of these evidence-based resources with a real-life case study
example.

Not Met

Partially Met

Fully Met

Please rate the application of the contents of this presentation to your present circumstance:
The content of this presentation identified gaps in the healthcare system regarding brain injury
that I was unaware of.
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Agree

Neutral

Disagree

Strongly Disagree

I see the future of brain injury rehabilitation as hopeful and promising.
Strongly Agree

Agree

Neutral

Disagree

Strongly Disagree

The self-management models presented during this presentation would benefit my future
patients or myself as a clinician.
Strongly Agree

Agree

Neutral

Disagree

Strongly Disagree

Disagree

Strongly Disagree

Disagree

Strongly Disagree

Disagree

Strongly Disagree

Feedback on Presenter:
Conveys a genuine interest in presentation material
Strongly Agree

Agree

Neutral

Organizes and presents materials in a clear manner
Strongly Agree

Agree

Neutral

Raises challenging topics with application to community
Strongly Agree

Agree

Neutral

What are the presenter’s strengths?

How could the presenter improve the contents and presentation?

Please make any additional comments on the effectiveness of the presenter and suggestions
for improvement.

Electronic form: https://forms.gle/DV62kqExtvRwjmDZ9
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Chapter 5. Evaluation Outcomes and Analysis

Evaluation Outcomes
The Knowledge Translation Planning Template (Barwick, 2008, 2013, 2019) was used to
evaluate the three knowledge translation projects and summarize the knowledge users, main
messages, knowledge translation goals, knowledge translation strategies, and knowledge
translation evaluation.
Knowledge Translation Project 1.
Knowledge Users:
The audience for my presentations are practitioners, individuals with TBI and
caregivers who participated in State Brain Injury Alliance of Iowa conference (March, 2020)
and occupational therapy practitioners who will attend the annual conference of the American
Occupational Therapy Association (Spring, 2021).
Main Messages:
There were many messages that knowledge users could have taken away from this
presentation. The three main messages, which include the single most important thing and the
bottom-line actionable message, were as follows that my intended audience were as follows:
•

Increased awareness of traumatic brain injury as a chronic condition and
community- based interventions to prevent and manage secondary conditions.

•

Education regarding chronic brain injury and how it is associated with secondary
conditions was explored.
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Two evidence-based treatment approaches the Brain Injury Clubhouse Model
and Chronic Disease Self-Management program were discussed as communitybased rehabilitation options.

Knowledge Translation Goals:
The goals of this knowledge translation project were targeted towards rehabilitation
professionals, persons with brain injury and caregivers. The presentation had no differentiation
of the knowledge translation goals for rehabilitation professionals versus persons with brain
injury and caregivers. The knowledge translation goals were as follows:
1. Define TBI as a chronic condition and the impacts on health.
2. Describe the Brain Injury Clubhouse Model and the Chronic Disease SelfManagement Program as two evidence-based approaches used with the brain
injury population.
3. Understand occupational therapy practitioner’s role within the application of
these evidence-based programs through the Occupational Profile (AOTA, 2014
p.S13).
Knowledge Translation Strategies
The knowledge translation strategy used for this project was completed as a
presentation for the annual Brain Injury Alliance of Iowa State Conference as well as a proposal
for the AOTA 2021 National Conference. This knowledge translation project was a two-part
strategy approach towards dissemination of the information discovered. I created a
presentation and proposal that discussed the review of the literature, applications for
rehabilitation professionals and shared a case example through the use of the Occupational
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Profile (AOTA, 2014 p.S13) with suggestions that attendees of the presentation including
occupational therapists, and how they would have an opportunity to utilize self-management
goals within these two community-based programs.
Knowledge Translation Evaluation
Evaluation of this project involves several methods. The first evaluation occurred after
the presentation at the Brain Injury Alliance of Iowa State Conference. The survey gathered
feedback on effectiveness of the presentation in meeting the learning objectives. This feedback
provided insight on revisions needed in my presentation, which were completed to prepare for
an AOTA conference presentation. The evaluation methods for the proposed AOTA conference
presentation include a peer review as part of the call for papers and the standard AOTA
conference survey if the proposal is accepted for the 2021 conference.
Knowledge Translation Project 2.
Knowledge Users
The designated knowledge users were occupational therapy practitioners and students
who were members of American Occupational Therapy Association (AOTA).
Main Messages
There were many messages that knowledge users could have taken away after reading
this article. There were four main messages, which include the single most important thing and
the bottom-line actionable message, were as follows that my intended audience were as
follows:
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Introduction to the Brain Injury Clubhouse model as an evidence-based
intervention for traumatic brain injury and summarized roles of occupational
therapy practitioners in this community-based setting.

•

The Brain Injury Clubhouse Model was explored as an innovative communitybased day program that is supported within the literature, as an effective
treatment for reducing secondary conditions.

•

The benefits of occupational therapy within the Brain Injury Clubhouse Model
was discussed regarding the fit within the Occupational Therapy Practice
Framework and Occupational Profile (AOTA, 2014 p.S13).

•

This community- based rehabilitation models have potential for the
development of future research studies that occupational therapists would
benefit from participating within.

Knowledge Translation Goals
The goals of this knowledge translation project are targeted towards occupational
therapists and occupational therapy assistants, who read OT Practice, and work within in this
community setting, are interested in working within the community-based setting or are
working with persons with brain injury. The knowledge translation goals are as follows:
1. Define TBI as a chronic condition.
2. Identify common secondary health concerns for the brain injury population
and the impacts on health.
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3. Bring awareness of occupational therapy practitioners’ role in the communitybased setting and how that fits within the Brain Injury Clubhouse Model as an
evidence-based treatment approach used for the brain injury population.
4. Identify the benefits of the Brain Injury Clubhouse environment through use of
real-life case examples through the lens of the Occupational Therapy Practice
Framework and Occupational Profile.
Knowledge Translation Strategies
The knowledge translation strategy used for this project will be writing an article, with
the intention to be published in OT Practice, a peer reviewed publication through the American
Occupational Therapy Association.
Knowledge Translation Evaluation
Evaluation of this knowledge translation project will be a change in knowledge amongst
occupational therapy practitioners. The manuscript article submission criteria has been
completed. Feedback will be provided in the form of a review by the editor of the OT Practice
magazine. The editor will complete an evaluation of the manuscript, rate its suitability for an
upcoming issue of the magazine, and provide feedback on required edits prior to acceptance of
publication. Feedback from this review will be used to strengthen the knowledge translation
project until it is accepted for publication.
Knowledge Translation Project 3.
Knowledge Users
The designated knowledge users for this project were entry-level occupational therapy
graduate students.
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Main Messages
The main messages, which include the single most important thing and the bottom-line
actionable message, were as follows:
•

Education related to the development of critical thinking skills on the topic of
traumatic brain injury as a chronic condition within the curriculum of the
occupational therapy doctoral program.

•

The chronic nature of brain injury and impacts of chronic conditions in general
were explored.

•

Occupational therapy practitioner’s role in treatment of persons with brain
injury were examined through case study examples.

•

Evidence based practice topics were reviewed including the Brain Injury
Clubhouse Model and Chronic Disease Self-Management program.

•

Occupational therapy practitioners’ roles were applied through the lens of the
Occupational Therapy Practice Framework and Occupational Profile (AOTA, 2014
p.S13).

Knowledge Translation Goals
The goals of this knowledge translation project were targeted towards occupational
therapy graduate students. The knowledge translation goals were as follows:
1. Define TBI as a chronic condition and the impacts on health.
2. Create awareness of occupational therapy practitioner’s role in the communitybased setting and how that fits within the Brain Injury Clubhouse Model as an
evidence-based treatment approach.
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3. Identify occupational therapy intervention approaches through the lens of the
Occupational Therapy Practice Framework and Occupational Profile (AOTA, 2014
p.S13) as it relates to occupational therapist’s role within the Brain Injury
Clubhouse Model.
Knowledge Translation Strategies
The knowledge translation strategy used for this project was completed as an
educational course for St. Ambrose University occupational therapy doctoral students. This
knowledge translation project was a multiple strategy approach towards dissemination of the
information discovered. This course was an additional learning opportunity provided to all (1st
& 2nd year) occupational therapy doctoral students. Due to COVID-19 the lecture and lab were
unable to be performed as scheduled. The course has been rescheduled tentatively for the Fall
of 2020. A narrated slide presentation and online learning tools were created additionally as an
option for online learning, however, due to unforeseen circumstances it was not able to be
completed during the Spring of 2020. The lab materials were created with the AOTA
Occupational Profile (AOTA, 2014 p.S13) for each of the three case studies. Additionally, lab
write up materials were created for development of critical thinking skills and assistance with
organization during the lab portion of the presentation, in preparation for group discussion at
the end of the course.
Knowledge Translation Evaluation
Feedback on this project was completed using several methods. The first evaluation was
obtained after the narrated slide presentation and lab activities were shared in an online
format. A survey gathered feedback on effectiveness of the presentation lecture and lab in
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meeting the stated learning objectives. The feedback from this survey was used to make edits
to the module for future use in a St. Ambrose University interventions course.
Evaluation Analysis
Knowledge Translation Project 1.
Comprehensiveness
The first knowledge translation project demonstrated comprehensiveness in the
coverage of the learning objectives and other aspects as described in the Knowledge
Translation Planning Tool and Knowledge Translation Plan Appraisal Tool (Barwick, 2008, 2013,
2019). The partners of the project and their roles as collaborators in creation of the project
have assisted in strengthening the content of the presentation. The main messages of this
presentation are directed to the learning needs of occupational therapy practitioners, health
care providers, caregivers and survivors. The goals and strategies are identified and
appropriately detailed for the engagement of the participants who attend this presentation.
The evaluation plan is measurable and achievable through use of survey methods from both
collaborators and the presenter.
Alignment
The alignment of this knowledge translation is reflected in the main message for the
participants of the presentation to increase their awareness of traumatic brain injury as a
chronic condition and understand community-based intervention methods that prevent
secondary conditions. The knowledge translation strategies used included:
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A survey completed at the Brain Injury Alliance of Iowa State Conference provided
valuable feedback that identified strengths and areas for improvement in the
presentation.

•

An AOTA conference proposal is aligned with the conference priorities and presentation
tracks (based on AOTA 2020 submission forms)

•

Narration for the slide presentation has been completed to guide the verbal
presentation.

These strategies are summarized further in the appendixes of Chapter 2 which provide
evidence that supports the strategies and indicators.
Feasibility
The feasibility of this knowledge translation project has been demonstrated through
several methods. Feedback on the feasibility of the presentation was obtained from peers and
mentors prior to the peer review process that will be part of the AOTA conference submission.
Resources for the presentation were obtained from St. Catherine’s University online library as
well as other online scholarly resources. The proposed knowledge translation strategies were
realistic relative to the available timelines and resources.
Knowledge Translation Project 2.
Comprehensiveness
The comprehensiveness of the second knowledge translation project met expectations.
This is evident through the use of the Knowledge Translation Planning Tool and Knowledge
Translation Plan Appraisal Tool (Barwick, 2008, 2013, 2019). The primary author and
collaborators have prepared a manuscript for OT Practice Journal that met all knowledge
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translation goals. The main messages of this manuscript are comprehensive for the learning
needs of occupational therapy practitioners and students. The goals and strategies were
summarized in adequate detail for the reading audience. The evaluation plan was measurable
and achievable and included feedback by the editor of OT Practice Journal.
Alignment
The alignment of this knowledge translation project was reflected in the main message
for the readers of this journal to Introduce the Brain Injury Clubhouse Model as a communitybased intervention for chronic TBI and summarize the role of occupational therapy practitioners
in this setting, through an article proposed for the OT Practice magazine. The knowledge
translation strategies were aligned with the purpose of the OT Practice magazine as confirmed
with the editor of the OT Practice magazine. Additional review by peers, mentors, and the OT
Practice magazine editor will ensure alignment with this venue. These strategies are
summarized in the appendices of Chapter 3 and linked to the knowledge understanding,
knowledge translation goals and strategies and impact indicators (Barwick, 2008, 2013, 2019).
Feasibility
Knowledge translation project 2 has demonstrated feasibility using several methods.
The primary author has established skill competencies and clinical expertise and obtained
feedback from peers, mentors, and the editor of OT Practice magazine. The project was able to
access resources from St. Catherine’s University online library as well as other online scholarly
resources. The proposed knowledge translation project was realistic relative to the timelines
and available resources. The venue of the knowledge translation project is reasonable for
reaching a wide audience of occupational therapy practitioners.
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Knowledge Translation Project 3.
Comprehensiveness
Knowledge translation project 3 demonstrated comprehensiveness as related to all
learning objectives. This was evident through the use of the Knowledge Translation Planning
Tool and Knowledge Translation Plan Appraisal Tool (Barwick, 2008, 2013, 2019). The main
messages of this educational module are thorough and comprehensive as intended for entrylevel graduate occupational therapy students. Related accreditation standards have been
identified for the educational module. The goals and strategies are identified and appropriately
detailed for the authentic engagement of the students who participated in the educational
session. The evaluation plan was measurable and achievable through use of the feedback
survey.
Alignment
The alignment of this knowledge translation was reflected in the main message for the
students to be able to identify the chronic nature of brain injury. Applied learning activities
explored occupational therapy’s role in in community-based programs for individuals with
chronic brain injury as discussed in case studies and lab activities. The Occupational Therapy
Practice Framework lens (AOTA, 2014) and Occupational Profile (AOTA, 2014 p.S13) were used
to emphasize use of AOTA official documents in this emerging area of practice.
St. Ambrose University was approached regarding this knowledge translation project.
They agreed to this content as a special interest topic 3-hour lecture/lab for students (1st & 2nd
year) completed April 8th, 2020. Due to COVID-19 restrictions, this content was unable to be
completed during Spring, 2020 semester, but has been rescheduled for Fall, 2020. A narrated
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slide presentation and online learning tools were created as an option for online learning due
to the timing limitations associated with the COVID-19 situation, due to unforeseen
circumstances the content was unable to be performed. An Occupational Profile (AOTA, 2014 p.
S13) lab activities, and discussion guidelines were developed for each of the case studies.
Additional information on these materials are included in the appendices of Chapter 4. The
alignment of the main messages was linked to the knowledge understanding, knowledge
translation goals and strategies and impact indicators (Barwick, 2008, 2013, 2019).
Feasibility
The feasibility of Knowledge Translation Project 3 has been demonstrated for both oncampus and online formats. The length of the slide presentation and lab activities are
reasonable for most educational programs. The presenter has skill competencies and clinical
expertise in the practice area. The project incorporated resources from St. Catherine’s
University online library as well as other online scholarly resources. The proposed knowledge
translation strategies were realistic relative to the timelines and available resources, especially
given the revised format during the COVID-19 restrictions. The educational module may be
offered in future courses in a variety of formats.
References
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Chapter 6: Reflection and Recommendations

Personal Reflection
When reflecting back on my doctoral project journey I realize that I have undergone a
transformation. Transformation by definition is, “a major change in form” (Oxford Online
Dictionary, 2020). I feel that this is a word that best encompasses my 2 years at St. Catherine
University. In reflection, I envision this self-transformation very similarly to the butterfly. The
butterfly is the epitome of the metaphor for profound change and the cycles of remarkable
shape shifting on its journey.
When starting this program and doctoral project I was deliberately seeking out change,
not only for my professional development but to answer real life applicable questions in my
practice. Despite this program being deliberately sought out I felt the pressures of my
collaborative worlds fighting at odds and placing enormous pressure against me. During this
time, I experienced doubt. Questioning if this was the right choice, the right timing, was I cut
out for the sacrifices myself and family would indeed have to make? When I was in doubt, I
would be prayerful, lean on my family, friends and colleagues for guidance. I quickly realized
that, “change is the only constant” and by embracing the changes this doctoral program placed
on me was the key to my personal and professional evolution.
The doctoral project was a tool and a gift that empowered me to release the old and
embrace the new. This project has been a cycle that has allowed me to positively and
passionately pursue the life goals that I have desired. Professionally as an occupational
therapist it has allowed me the confidence and maturity that I needed to be able to take the
next steps in my professional career. Just as the butterfly must struggle as it exits the cocoon to
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be able to have the strength to fly, this doctoral project has allowed me the hardships, struggles
and vulnerability that I needed to experience to be able to effectively develop into person I am
today. I am grateful for the seemingly small and random tasks that later proved to be
monumental in my professional transformation, creating a ripple effect of change that proved
that “everything happens for a reason”. Even when life throws its unexpected curves, like the
COVID-19 pandemic, it further illustrates the need to be ever more fluid and appreciate the
silver linings within each moment of life. During the COVID-19 pandemic the world was full of
anxieties and fears. I too was unable to see how this journey would end. As each phase of life is
a journey and eventually each step of the journey does end. So now, like the caterpillar, I have
emerged from the depths of the cocoon after the struggles and I can see the light. Just like the
butterfly unsure if my wings will hold me, I open my wings with great confidence and take
flight.
Reflection on Mission and Vision Statements
AOTA’s Vision 2025 states;
“as an inclusive profession, occupational therapy maximizes health, well-being, and
quality of life for all people, populations, and communities through effective solutions
that facilitate participation in everyday living” (AOTA, 2018).
The doctoral project revolves around the dissemination of knowledge about best practice
models that improves health, well-being and quality of life in our community. These are the
pillars that is the foundation of the AOTA Vision 2025. As practitioners, we must understand
what the person wants and expects as an outcome of treatment and how this may affect
quality of life, health and overall well-being. Addressing the needs of persons with brain injury
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in the community setting using best practice outcomes is essential and aligns well with the
vision of AOTA’s Vision 2025. The role of occupational therapy is well aligned with the doctoral
project knowledge translations and will make a positive impact on the community of brain
injury as well as the field of occupational therapy.
The mission and vision statements from the Henrietta Schmoll School of Health;
“Educates diverse learners and engages clinical and community partners to influence
health, health systems and health policy. The School is distinguished by an emphasis on
relationship-centered care, socially responsible leadership and interdisciplinary
initiatives” (St. Catherine’s University, 2019).
This doctoral project is well aligned with these statements. Through the development of the
doctoral program I have been able to learn the importance of education as it relates to health,
health systems and health policy. The degree of change that my doctoral project programs will
impact the community and clinical settings that I am in is vast.
While developing my knowledge translation projects, I have been able to identify the
needs in my community and better understand the importance of the roles that relationshipcentered care and interdisciplinary practices play in influencing change. The development of my
knowledge translation projects helped me to be seen as a leader within my practice area. It
allows me to have the confidence that I needed to be able to educate future clinicians and push
macro level initiative policy change. With the confidence in evidence based best practice
measures I am assured that I am doing the best work and can be a change agent. In light of the
COVID-19 pandemic and the shifts experienced as a result. It has further illustrated the
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importance of being creative and innovative. The importance of being a leader within your
community is essential.
My doctoral project also aligns with the Department of Occupational Therapy at St.
Catherine’s University well in that it states that,
“…provides an excellent education in occupational therapy to students from diverse
backgrounds, conducts scholarly inquiry on human occupation, and serves the broader
community by promoting occupational health and well-being. We prepare students to
respect the dignity of every individual, value humans as occupational beings,
understand the development of occupational competence, apply ethical, spiritual and
social justice principles, engage in a healthy balance of life occupations, and lead and
influence the advancement of occupational therapy” (St. Catherine’s University, 2018).
The scholarly rigor of this program is what lead me to pursue St. Catherine’s University as its
reputation had preceded it. I was not disappointed. This program has allowed me to challenge
myself while preparing me to understand the true value of occupation for humans. I have
applied the principles of social justice, spiritual and ethical competencies that I have learned in
ways that allow me to advance my professional practice.
Overall, this doctoral project has allowed me to positively contribute to the profession
of occupational therapy. It has given me the tools that I needed to feel empowered to be a
leader in this profession. I have pushed the boundaries of myself and learned that I need to
engage in a healthy balance of life occupations in order to be well and stay positive. I am
grateful for the knowledge, confidence and leadership skills I have gained as a result of this
educational experience.
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Reflection on Knowledge Translation as a Focus for Advanced Practice
Prior to this doctoral program I had no knowledge of the term knowledge translation or
the aims of this term. This program has opened my eyes to many new things, but one is the
importance of knowledge translation.
Occupational therapy practitioners need to continue to address the obstacles of
evidence-based practice. Knowledge translation is one way to improve the connections
between the evidence found in the literature and how it relates to current practice. The
addition of mentorships and role models within the community allow for more focus to be how
to apply the evidence in various contexts (Lencucha, Kothari & Rouse, 2007). It has been noted
that health care professionals routinely struggle with time to read or how to implement what
they have learned from conferences or expert clinicians into practice. Knowledge translation
aims to assist with the action process of transitioning from what a practitioner experiences in
the clinic to what is known from the research (Lencucha, Kothari & Rouse, 2007).
This new focus will assist me in my professional development with confidence in best
practice initiatives that can connect both the client’s perspectives and values with role of the
practitioner and the researcher. This doctoral project has allowed me to create this link with
three knowledge translation projects that will assist me with advancing the occupational
therapy field and further make a ripple effect of changes within my community.
Reflection on Professional Development
In reflecting on my own professional development related to the area of brain injury as
a chronic condition, I realize that I have a new confidence. During this program I was attending
the Brain Injury Alliance of Iowa State Conference (2019). After the key-note speaker was done
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presenting on the topic of neuro-resource facilitation and chronic brain injury, I could hardly
stay in my seat. I was so passionately moved by his work. I had an overwhelming new
confidence. Therefore, during the break, I sought him out and I expressed how impressed I was
at his work and shared with him the schooling I was pursuing and my aligning passion. From this
encounter I was warmly invited to be a part of their team of researchers working on a new
study related to chronic brain injury. I am confident that prior to this doctoral program I would
have never dreamed of going up and talking to this psychiatrist. However, I did, and through
this I developed new tools and was met with new opportunities.
Since that time, I have had the confidence to speak with others who share in the same
passion both locally and across the country. I have been professionally linked to a group of new
colleagues through the common connection of advanced practice. I have been shown a world
of professional networking and interdisciplinary engagement that I did not know existed.
With this new confidence myself and a group of colleagues have gone onto continue to
make changes in our own community. We have opened the first Brain Injury Clubhouse,
Empower House QCA, in the state of Iowa. I have been able to use the tools of my doctoral
project to launch myself into new professional roles that I would have never had the
opportunity to pursue if I didn’t have this education.
The COVID-19 pandemic was a shocking way to end the final phase of this program. The
nationwide shut down directly impacted my work professionally, my children attending school
and the format for learning and dissemination. The ripple effect of fear and anxieties seemed
more contagious than the virus itself. The unknowns of graduation, travel, work and school
were ever present heavy in the minds of my family, cohort, colleagues and professors. The virus
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had so many seemingly negative aspects, initially it was hard to see the silver linings. However,
this pandemic has caused me to shift and realize the bigger picture ideas that I had lost focus
of. The need for valuing time, to slow down in an ever-changing world, it illustrated the need
for balance and self-care. The COVID-19 pandemic has re-written history, allowing for newly
emerged practice areas including telehealth, online learning and virtual connections in light of
social distancing. It has made me realize again that nothing is ever constant and not being in
control of everything is okay. It has motivated me to continue to be a better person even just in
my own small circle, to continue the ripple effect and use the tools that I have in my possession
to positively impact change.
I am a change agent in my own community, and I have only had a small taste of what
lies ahead of me. I am assured that this is only the beginning of a very rewarding career path. I
cannot thank the St. Catherine’s occupational therapy doctoral faculty and especially Dr. Bass,
enough for that gift.
Summary of Needs for Future Knowledge Translation
Knowledge Translation #1
Aim: Increase awareness of traumatic brain injury as a chronic condition and
community- based interventions to prevent and manage secondary conditions. The future
directions for knowledge translation related to KT #1 include the need for further research
regarding the evidence-based literature search. Recommendations from the literature included
the need for outcome measurements for self-management programs. Additionally, research
and treatment ideas to address the barriers for implementation of self-management programs.
Revisions regarding presentation materials and formatting based on survey feedback. Lastly,
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there is need to continue to spread the word about this knowledge translation topic to other
health care professionals, occupational therapists and brain injury survivors.
Knowledge Translation #2
Aim: Introduce Brain Injury Clubhouse model as an evidence-based intervention for
traumatic brain injury and summarize the role of occupational therapy practitioners in this
community-based setting. Future direction for knowledge translation related to KT #2 includes
recommendations for occupational therapy practitioners to be a part of the assessment piece
of the Brain Injury Clubhouse Model. Continued research regarding the role of the caregiver
and needs of the support systems and how occupational therapy practitioners can facilitate
those roles in community-based settings.
Knowledge Translation #3
Aim: Educate occupational therapy students regarding approaches and interventions for
traumatic brain injury as a chronic condition. Future direction for knowledge translation
regarding KT #3 include future educational courses and curriculum regarding the topic.
Education and formatting with the alignment of ACOTE standards. Lab and experiential
components for students within the brain injury clubhouse of the QCA. Additional research
opportunities for students within the clubhouse. Online educational modules of this learning
topic and self-management programs.
One Proposed Future Knowledge Translation Project
Future Knowledge Translation Project
Collect standardized outcome tools that measure the validity and diverse needs of the
chronic brain injury survivor.
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Knowledge Users
Researchers, practitioners, students, persons with brain injury and their caregivers, policy
makers, brain injury clubhouse staff.
Main Messages
There were three main messages, which include the single most important thing and the
bottom-line actionable message, were as follows that my future audience would understand:
1. There is a need for standardized outcome tools to be used for self-management
programs as a method of improved care and support for changing reimbursement
models
2. Brain Injury Clubhouses would benefit from inclusion of self-management programs
within their standards of practice
3. Occupational therapy practitioners are skilled in assessment of persons with brain injury
and should be included in community-based programs such as the Brain Injury
Clubhouse Model for this reason.
Knowledge Translation Goals
The goals of my future knowledge translation projects will target the areas listed below
regarding the following topics;
•

Researchers- Continue researching most appropriate outcome tools and collect data
related to the brain injury population.

•

Practitioners- increase awareness and understanding of the needs

•

Students- Assist with research on this topic area. Gather and implement outcome tools
with patients.
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Educators – Support curriculum changes within the educational setting.

•

Brain Injury survivors/ caregivers- Participate in research to be able to collect and
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analyze data for changes in policy and reimbursement models.
•

Policy Makers- Use research outcomes studies to support the need for change on
macrolevel initiatives

•

Brain Injury Clubhouse Staff- Participate in research within existing clubhouses across
the country.
Knowledge Translation Strategies
Through the use of the Knowledge Translation Planning Template the following

knowledge translation strategies were selected, “leadership, collaboration, educational
materials, plain language summary, conference, in service training, professional development,
peer reviewed publication, collaboration partnership” (Barwick, 2008, 2013, 2019).
Knowledge Translation Evaluation
Evaluation will occur through usefulness indicators, use indicators, program and service
indicators. With these indicators in place this will allow for quantifiable measurements that
assist in gaining knowledge, education and improving understanding needed to improve
practice. My guiding question for this knowledge translation would be what are the best
practice outcome tools for measuring self-management program success? How can we
measure success and outcomes within the brain injury clubhouse? How can we utilize students
and practitioners to measure these outcomes and improve occupational therapy practice?
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